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Abstract 
This research is the exploration of the lived experience of tertiary students in 
Australia with the medical condition usually known as ME/CFS (Myalgic 
Encephalomyelitis /Chronic Fatigue Syndrome) seeking to explore issues of equity 
and human rights from the perspective of the Disability Discrimination Act 1992.  
Students feel that their difficulties are not caused just by the illness itself but by the 
failure of the tertiary institutions to understand the effects of this illness on them, the 
student, especially within the areas of accommodations and assessments.  Their lived 
experiences are studied to ascertain if their experiences differ from those of other 
tertiary students.  Forty participants came from every state and territory of Australia 
and twenty -four of Australia’s universities as well as eight Technical and Further 
Education/Open Training Education Network (TAFE/OTEN) colleges are 
represented.  The selection of the chosen methodology, Critical Ethnography from a 
Habermasian perspective, has been circumscribed by the medical condition which 
placed limitations on methodology and also data gathering methods.  Non-structured 
stories, in which the participants wrote of their lived experience as students, were 
considered the most appropriate source of data.  These were transmitted by electronic 
mail (with some by postal mail) to the researcher.  A short questionnaire provided a 
participant background to the stories and was also collated for a composite overview 
of the participants.  The stories are analysed in a number of ways: six selected stories 
are retold and the issues arising from these stories have been weighed against the 
remainder of the stories.  Four intertwined themes were constructed from the issues 
raised in each story.  Apparent infringements of the Disability Discrimination Act 
(1992) which impact on quality of life, human rights and equity are found.  No 
accommodations are being made by the academic institutions for the cognitive 
dysfunctions and learning difficulties.  Students are stigmatised and lack credibility to 
negotiate appropriate academic accommodations.  A possible means of improving the 
ability of students to negotiate appropriate accommodations is explored.  Finally the 
researcher reflects on her own involvement in the research as an ‘insider’ researcher. 
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An Explanation of the Name ME/CFS 
 
(Myalgic Encephalomyelitis/Chronic Fatigue Syndrome) 
 
as used in this thesis. 
 
 
There is much debate and confusion about the name of this chronic illness/disease 
condition.  There is the contested nature of both names for this condition: Myalgic 
Encephalomyelitis and Chronic Fatigue Syndrome.  To avoid the controversy with 
the terminology of the condition, I have adopted the name used by the ME/CFS 
Association of Australia, ME/CFS, for this thesis and this is consistent with 
common usage in Australia.   
 
The decision to use the terminology “ME/CFS” for the medical condition in this 
thesis has not been taken lightly. 
 
• Myalgic Encephalomyelitis, has been used in United Kingdom, Eire, 
Canada, New Zealand and Australia since 1956 and is a physical description 
of the condition, literally meaning muscle pain and brain inflammation 
(Acheson 1959; Ramsay 1986b).  There has been debate about the accuracy 
of brain inflammation in some circles and the word ‘encephalopathy’ has 
had limited use but this word has not been recognised by the World Health 
Organisation International Codes of Disease-10.  In 1988 the American 
CDC announced the neologistic name of chronic fatigue syndrome (no 
capitals were used in the original designation) as the statistically most 
common symptom is fatigue (Holmes et al. 1988).  This name has never 
been accepted by the patient population and has been further corrupted by a 
sector of the psychiatric profession to ‘chronic fatigue’ and equated with 
psychiatric neurasthenia, hysteria and functional somatisation disorders  
 (Marshall, Williams & Hooper 2001). ‘‘Chronic fatigue’ and chronic  
‘fatigue syndromes’ do not equate with CFS or with ME’ (Hooper  
2003, p.3). 
 xiv
• ME/CFS is used by the national association, ME/CFS Association of 
Australia (Hooper 2003, p.7; Molesworth 2003, p.3; Sweet 2002).  The 
national association, representing all persons with the condition in Australia, 
presents their interests and officially liaises with governments on their 
behalf.  
 
• All Australian state support societies use the term ME/CFS in their names.  
Queensland also includes Fibromyalgia, as does the ME/CFS/FM Support 
Association of Toowoomba Inc.. 
 
• A survey of the specific related literature in the field of education in 
Australia, United Kingdom, United States of America, Eire, Canada and 
New Zealand has been undertaken.  M.E. was the most common name 
which was used, and this occurred in the UK through the number of papers 
written by Jane Colby.  CFIDS was only used in the United States of 
America.  ME/CFS was the most common name used in Australia, Canada, 
New Zealand and Eire, and the second most common name in the United 
Kingdom and United States of America.  Across the six countries surveyed, 
when local preferences, such as ME in the UK and CFIDS in the USA, were 
put aside, ME/CFS emerged as the overarching name used in the six 
countries.  The next most common term used was Chronic Fatigue 
Syndrome and CFS and it was noted that the authors of most of these papers 
were members of the medical profession writing about education.  Both 
names, Myalgic Encephalomyelitis and Chronic Fatigue Syndrome were 
only used twice together and Myalgic Encephalopathy was used with 
Chronic Fatigue Syndrome once.  Another name used in conjunction with 
either ME or CFS was Fibromyalgia.   
 
 
 xv
ME/CFS is taken to equally represent M.E. (Myalgic Encephalomyelitis) and CFS 
(Chronic Fatigue Syndrome).  The terms, ME and CFS, are used interchangeably 
within this research.   
 
Many other names have been used over time and in various locations:  Bell (1992) 
has called the condition The Disease of a Thousand Names.   
 
It is possible that when physicians know very little about a subject, they 
attempt to describe it with a variety of names.  The number of names given 
an illness is inversely proportional to the amount of knowledge about that 
illness.  Certainly this is true of Chronic Fatigue/Immune Dysfunction 
Syndrome, also known as Chronic Fatigue Syndrome. 
 
Chronic Fatigue/Immune Dysfunction Syndrome (also called CFIDS or 
“see-fids”) is one of about fifty names for an illness that only recently has 
become recognized as a specific diagnostic entity.  The illness has been 
called chronic Epstein-Barr virus syndrome (CEBV).  Post-viral fatigue 
syndrome (PVFS), and chronic mononucleosis.  It has been ridiculed and 
demeaned with the term “yuppie flu”.  In Great Britain, Australia, New 
Zealand, and many other parts of the world it is called Myalgic 
Encephalomyelitis (ME).  The name chronic fatigue/immune dysfunction 
syndrome (CFIDS) is perhaps the most widely known name in the United 
States and is synonymous with chronic fatigue syndrome (CFS).  It is 
possible that this illness is the same or closely related to fibromyalgia.  The 
list keeps growing (Bell 1991, pp.1-2). 
 
Within this thesis, these and other names for this heterogeneous condition, such as 
Post-Polio Syndrome (Colby 1999b) which could be cognate with ME/CFS, will be 
found in citations and are included in the glossary at the end of the thesis. 
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  Chapter 1 
 
Background to Study: The Context of the Problem 
 
1.1 Introduction 
 
This study is an investigation into human rights and equity issues in tertiary education 
in Australia and is limited to those students with the chronic illness of ME/CFS 
(Myalgic Encephalomyelitis/ Chronic Fatigue Syndrome).  The Disability 
Discrimination Act (1992) is designed to meet the needs of all in the Australian 
community with disability, and therefore includes students with disabilities.  The 
purpose of this study is to see if the spirit and application of the provisions of this Act 
are meeting the needs of tertiary students with ME/CFS.  In order to explore these 
human rights and equity issues, I have decided to adopt the approach of studying the 
lived experience of tertiary students with the condition.  It should also be noted that I 
am a researcher-with-the-condition. 
 
This chapter is a prelude to the major study and is aimed at setting the scene for the 
reader, and establishing a prima facie case for the study.  The chapter addresses the 
need to consider disability expectations in Australia and disability understanding.  The 
International and Australian disability rights, especially those applicable to ME/CFS, 
will be briefly addressed.  A short summary of some of the symptoms of ME/CFS will 
then follow.  The experiences of tertiary students with ME/CFS will be surveyed: self-
help among Australian students, comments made by a few Australian students outlining 
some difficulties, and the experiences of overseas students.  Issues of equity are briefly 
considered and the conclusion is made that there is the need for research into the lived 
experience of tertiary students with ME/CFS.  This is followed by considerations of 
possible benefits arising from the research. 
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1.2 Human Rights and Disability Expectations in Australia 
 
Disability is broadly defined within Australia and is not limited to physical impairments 
and includes chronic medical conditions of which ME/CFS is one example. 
 
• People may be disabled by physical, intellectual or sensory 
impairment, medical conditions or mental illness.  Such impairments, 
conditions or illnesses may be permanent or transitory in nature 
(Christensen 1996, p.74). 
 
• Perhaps the most notable feature about disability terminology in 
Australia is the number of different meanings apparently attached to 
the word ‘disability’ itself (Madden & Hogan 1997, p.66). 
 
• Proving the existence of an impairment that fits into one of seven 
categories is sufficient for coverage.  In addition, protection exists for 
people for whom the disability presently exists; previously existed but 
no longer exists; may exist in the future; or is imputed.  Australian 
courts appear to be applying these definitions broadly (Colker 1998, 
p.57). 
 
 
The People’s Movement for Human Rights Education (PDHRE n.d.) has summarised 
the charters of the United Nations pertaining to the human rights of disabled persons.  
 
The Human Rights of Differently-Abled Persons … are universal, and civil, 
political, economic, social and cultural rights belong to all human beings, 
including differently-abled persons.  Differently-abled persons are entitled 
to the realization of all human rights and fundamental freedoms on equal 
terms with others in society, without discrimination of any kind.  They also 
enjoy certain human rights specifically linked to their status.   
 
Attention is then drawn to the following charters and laws which guarantee the 
human rights of differently-abled persons: the Universal Declaration of Human 
Rights, the International Covenant on Economic, Social and Cultural Rights (1966), 
the International Covenant on Civil and Political Rights (1966), the Convention on 
the Rights of the Child (1989), the International Labour Organisation Vocational 
Rehabilitation and Employment (Disabled Persons) Convention, No. 159 (1983) and 
the Declaration of the Rights of Disabled Persons (1975) (PDHRE n.d., n.p; UN 
1975; 1989). 
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It is not proposed to explore the United Nations charters here, but only to note that 
Australia has been a signatory of many United Nations charters.  The Australian 
disability legislation has been scrutinised to ascertain whether it encompasses the 
essence of these charters.  The Australian Human Rights and Equal Opportunity 
Commission reported on the United Nations Children’s Convention applicability in 
Australia (Alston & Brennan 1991; UN 1989).  The United Nations has also 
developed Standard Rules on the Equalization of Opportunities for Persons with 
Disabilities, adopted in 1993, which provide some guidance on how the objectives 
may be attained (Ozdowski 2002).  Further the World Health Organisation of the 
United Nations in 1993 redefined disability and handicap.  These are two examples of 
charters which have impacted on the rights of those with a disability in Australia.   
 
Leach (1996, pp.88-9) pointed to the change in the United Kingdom where the ‘social 
model’ and policies of the disabled people’s movement had replaced the ‘medical 
model’ of disability by the 1990’s and where the disabled people used the same 
agenda as other activist groups (for example, women, black people and gay 
community) to obtain political recognition.  A similar thrust for change was mounted 
in the United States of America (Tucker 1994). 
 
Shaw (1998) has drawn attention to the difference between the activist and political 
climate of the Australian and American Disability Acts.  This has led to many persons 
with a disability in Australia not being familiar with the Disability Discrimination Act 
(DDA 1992) and their rights.  
 
Unlike the Americans with Disabilities Act (ADA), on which the Australian 
act is based, the DDA was initiated and proclaimed by the Commonwealth 
government - one could say for the good of people with a disability.  It did 
not arise out of grass roots disability organisations. … It can be said that the 
Australian DDA was, and is still, to a certain extent, not owned by the 
people with a disability.  It was given to the people with a disability as a 
gift, to assist them to get ‘a fair go’ (Shaw 1998, pp.27-28). 
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The Disability Discrimination Act (1992) was written to meet the obligations of 
Australia to the United Nations charters on the rights of the disabled (Rose 1998; 
Stephenson 1998).  The initiation of the Disability Discrimination Act (1992), 
according to Meekosha and Jakubowicz (1996, p.84), was an outcome of ‘a 
bureaucratic and political agreement, supported by traditional service delivery 
agencies’.  The Disability Discrimination Act applies in all States and Territories of 
Australia, covers all persons with a disability within Australia, and disability is broadly 
defined.  
 
The three aims of the Disability Discrimination Act (1992) outlined in section 3 are: 
to eliminate, as far as possible, discrimination against persons on the 
         grounds of disability in the areas of: 
• work, accommodation, education, access to premises, clubs and sport; 
and 
• the provision of goods, facilities, services and land; and 
• existing laws; and 
• the administration of Commonwealth laws and programs; and 
• to ensure, as far as practicable, that persons with disabilities have the 
same rights to equality before the law as the rest of the community; 
and 
• to promote the recognition and acceptance within the community of 
the principle that persons with disabilities have the same fundamental 
rights as  the rest of the community. 
 
Meekosha and Jakubowicz (1996, p.84) have drawn attention to the implementation of 
the Disability Discrimination Act (1992):  ‘It was legislation which claimed to be 
concerned with the rights of people with disabilities, but provided few resources to 
enable them to pursue their rights.’  Davis (1998, p.18) has pointed out that there has 
been a change with rights replacing needs in Australia.   
 
Disability Standards have been under development which are ‘to make rights and 
obligations under the DDA easier to understand, comply with and enforce’ within the 
community (Jones & Basser Marks 1998, p.78).  Codes of Practice have been written to 
assist in compliance and in the area of education this has included Developing 
Standards under the Disability Discrimination Act for Student Services in Vocational 
 5
Education and Training (VET) (ANTA 1997) and, Students with Disabilities: Code of 
Practice for Australian Tertiary Institutions [Code of Practice] (O’Connor et al. 1998).  
  
Tertiary education institutions are subject to the provisions of State and 
Commonwealth equal opportunity and anti-discrimination legislation…  
Gaining access to appropriate services is viewed as both a human and legal 
right, actively promoted by disability advocacy groups and individuals, and 
supported by the United Nations Standard Rules for the Equalisation of 
Opportunities for Persons with Disabilities (1993).  Within this rights-based 
approach, it is important that students with disabilities are invited to 
participate in discussions about their requirements, and that such discussions 
occur with openness and mutual respect.  Both the long held assumptions 
about people with disabilities and customary procedures and programs in 
tertiary education institutions may be challenged in the process.  This goal is 
to provide reasonable adjustments that enable students with disabilities to 
proceed equitably through their educational and training programs 
(O’Connor et al. 1998, p.3). 
 
Arising out of the Code of Practice, the question is whether the goal of providing 
reasonable adjustment is being met and are students with chronic illness disabilities, 
such as ME/CFS, obtaining appropriate accommodations to fulfil their equity needs?  
This leads to considerations of disability understanding. 
 
1.3 Disability Understanding 
 
There are many different perspectives from which disability understanding may be 
viewed: the need for physical accommodation; attitudes and understanding of 
disability; the need for the disabled person to articulate their needs to obtain 
understanding; the acceptability of the disabling condition within the community; and, 
public perceptions of the specific disability. 
 
The problem of how specific disability is accommodated constructs the situation for 
disabled students, as the education system is unable to cope with a wide range of 
diversity.  
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Many students are identified as disabled, stigmatized or excluded, not 
because their personal characteristics necessitate this but because schooling 
is structured in such a way that student diversity beyond very narrow 
prescribed limits cannot be accommodated (Christensen 1996, p.64). 
 
There is a change in emphasis away from the physical accommodations for students 
with a disability to issues of the attitudes of persons with whom the student with a 
disability has to deal to obtain appropriate accommodations. 
 
When students are asked what is the most difficult issue about accessing 
university life the most common comment is - the lack of understanding that 
the staff have about disability and their attitudes towards them as students 
(Shaw 1998, p.34). 
 
Madden and Hogan (1997, p.2) considered that persons with a disability ‘who want or 
need some kind of assistance from another person or from society may have to be 
prepared to express [their] situation in terms that the helper understands.’  Madden and 
Hogan then add ‘which society has decided merits social assistance’.  When this 
societal concept of Madden and Hogan is applied to the persons with ME/CFS, who 
have a fluctuating, variable and commonly misunderstood condition, these people are 
further disadvantaged as their ability to negotiate successfully becomes problematical. 
 
Brotherston has drawn attention to the difficulties experienced by Canadian 
adolescents: 
For young people who also struggle with chronic illness, extraordinary 
challenges must be overcome …  When the disease with which they struggle 
is ME/CFS, one that has uncertain acceptance and validation from the 
practical and professional communities upon whom they rely for practical 
and emotional support, those challenges become more complex and 
emotionally painful (Brotherston 2001, p.1). 
 
This is similar to the Australian findings of Mungovan and England (1998, p.1) who 
say ‘Myalgic Encephalomyelitis/ Chronic Fatigue Syndrome (ME/CFS) is one of the 
most complex and maligned disabilities in the community’. 
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Beasley (1995, p.26) (a student with ME/CFS) has added further clarification to the 
experience of students with ME/CFS when they need to negotiate appropriate 
accommodations: 
Students with CFS often feel uncomfortable trying to explain their very 
complex but invisible condition to someone they may not know.  Already 
feeling ill, they may find it hard to articulate just where the problem lies.  At 
times, they feel so overwhelmed by the daily struggle to survive that they 
may not be able to see any solutions, even when asked for ideas. 
 
Beasley (1995; 2002) has addressed not only the issues of the credibility of ME/CFS as 
a poorly understood medical condition but also the very physical symptoms of the 
condition which result in the student being unable to negotiate successful outcomes to 
meet their needs.  This leads me now to a short discussion of the medical condition of 
ME/CFS. 
 
1.4 The Medical Condition 
 
Myalgic Encephalomyelitis (ME), also known as Chronic Fatigue Syndrome (CFS), is 
classified by the World Health Organisation International Classification of Diseases 
(ICD 10) as a neurological condition (Section G 93.3).  It is generally regarded as 
cognate with Post-Polio Syndrome, Parkinsons Disease and Multiple Sclerosis (Bruno 
2002; Bruno, Creange, & Frick 1998).  It is likely to be life long for the person with the 
condition (Hyde 1992b; 1992c; 1992d; Komaroff 2000; Ramsay 1986a; 1986b).   
 
There are probably 500,000 to two million Americans and maybe two 
million Europeans with the condition, and it's being reported more and more 
in Japan.  And, for some reason that we don't understand, there's a major 
CFS problem in Australia.  Less than 5 percent of patients ever recover 
(Brichacek 2001, n.p).   
 
ME/CFS is ‘Primarily a neurological illness with variable involvement of all other body 
systems (eg. muscles, liver, heart, endocrine or lymphatic glands)’ (Dowsett, cited in 
Colby 1996, p.18).  The female incidence of the condition is seventy-five to eighty per 
cent and all age groups may be affected.  Quality of life for persons with the condition 
maybe severely affected (Anderson & Ferrans 1997).  Mathers, Vos and Stevenson 
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(1999) found ME/CFS to be a serious illness and placed it alongside of pre-terminal 
AIDS. 
 
Diagnosis is made through the medical practitioner’s clinical judgement as there is no 
diagnostic test.  Successive research definitions have been written with ever widening 
generalisations, with ever increasing emphasis on the non-specific fatigue symptom 
(Hyde 1992a; 1992e).  The reality of the condition is contested by many in the medical 
profession (Millen & Peterson 1995).  Holloway and Pinikahana (1999, p.4) have 
explicated the problems which this creates for persons with the condition: ‘CFS is not 
universally accepted within the medical profession.  This ambiguity and uncertainty 
creates some undesirable consequences, such as frustration, stress, anxiety and clinical 
depression’.  While its status is somewhat contested, ME/CFS is regarded as a highly 
significant health issue.   
 
1.5 Incidence of ME/CFS among Australia Tertiary Students 
 
Mungovan and England (1998, p.1) state that ‘disability service providers across the 
education sectors in New South Wales have reported a substantial increase in the 
number of students identified as having ME/CFS.’  Dr. Jane Ross (2001, pers. comm., 
19 April) told me that students with ME/CFS now comprise more than fifty percent of 
all students registered with the Disability Liaison/Special Needs Offices in the 
universities of New South Wales.  It would be reasonable to presume that the same 
incidence would prevail in other states of Australia.   
 
1.6 Students with ME/CFS 
 
ME/CFS tertiary students mention their problems, experiences and difficulties and even 
subsequent withdrawal or exclusion from their courses.  ME/CFS students will tend to 
talk about brain fog, fogotten, diplopia1 and selecting the wrong word, even the very 
opposite word; all are symptoms which may impact negatively on education and 
                                                 
1  See Glossary for these terms. 
 9
learning experiences.  Various researchers have verified these symptoms as being 
intrinsic to the disease (Hyde & Jain 1992a; Michiels et al. 1996; Michiels et al. 1999).  
Michiels and Cluydts (2001) researched the cognitive dysfunctions in ME/CFS and 
found profound difficulties:  
The current research shows that slowed processing speed, impaired working 
memory and poor learning of information are the most prominent features of 
cognitive dysfunction in patients with CFS.  Furthermore, to this date no 
specific pattern of cerebral abnormalities has been found that uniquely 
characterizes CFS patients.  There is no overwhelming evidence that fatigue is 
related to cognitive performance in CFS (Michiels & Cluydts 2001, p.84). 
 
British ME/CFS medical practitioners and educational advisors maintain that the 
cognitive dysfunctions are the most serious effect of the disease (Colby & Jacobs 1997; 
Macintyre 1992; Moss 1995; Shepherd 1992). 
 
Mental exertion from academic work, reading, attending meetings and any 
other kind of activity requiring a high degree of intellectual concentration 
soon causes a rapid deterioration in brain functioning, and patients describe 
how a cloud descends over the brain as their attention span rapidly shortens.  
Interestingly, excess physical activity will also cause intellectual fatigue. … 
The commonest symptoms, as brain function deteriorates, are loss of 
concentration and loss of recent memory. …  Inability to keep one’s mind 
operating and correctly processing and storing incoming information makes 
mental activity possible for only short periods - few M.E. sufferers can carry 
on with a demanding mental task for more than half an hour; for most the 
period is much shorter. …  Once the ability to concentrate has deteriorated 
patients (or their friends) may notice that they are using inappropriate or 
opposite words without realising it (e.g. saying ‘hot’ when they mean 
‘cold’), or are completely unable to remember a familiar word or name - 
what doctors call anomia2 (Shepherd 1989, p.39). 
 
Students with ME/CFS express some concern that their circumstances are dependent on 
the seemingly ad hoc personal opinions of lecturers, disability liaison officers and staff 
when they endeavour to negotiate accommodations and they say they are often faced 
with discrimination, disbelief and a lack of knowledge (Villis 1998).  ‘Many lecturers 
are sympathetic and willing to do what they can for their ME/CFS student, but from 
this there may still arise issues of justice when lecturers are not sympathetic or willing 
                                                 
2  See Glossary. 
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to do what they can for the ME/CFS student’ (Villis 1998, p.22).  One lecturer at an 
Australian university (name withheld by request, 1999, pers. comm., 9 March) wrote  
‘I certainly can be short with people who say they have cfs - as a syndrome, it’s 
actually frequently misused for special exemptions when the person is feeling quite low 
… we’ve all gone through extended periods of tiredness.’  This indicates that there 
seems to be misunderstanding of the nature of ME/CFS.  
 
1.6.1 Self-help by Australian Students with ME/CFS  
Habermas (1996, p.367, cited in Scambler 1998, p.55) points out that ‘more or less 
spontaneously emergent associations, organizations and movements’ arise that are 
attuned to societal problems.  Peer support is important for those with disabilities and 
self-help is not a new concept as many support groups have sprung up over the past 
twenty years within the general community. 
 
Peer consultation within the disabled community is common and 
enormously valuable because there is no other place available to disabled 
people for good, reliable information about what is available or what is 
going on in their community.  … People looking for information, 
befriending, support and advice seek it from others they know have faced 
dilemmas they now face (Withers 1996, pp.102-3). 
 
Villis (1998) formed a telephone support network for university students studying in 
South Australia.  A similar move for a ME/CFS Support Group on campus was 
mooted at a Victorian university campus (McLennan, E. 1999, pers. comm., 11 Feb.).  
For students, especially the mature age students, to find the need for specific support, 
may reveal something about the perceived difficulties experienced by tertiary 
ME/CFS students.   
 
Some Australian students have endeavoured to assist students with ME/CFS by 
writing short ‘self-help’ articles in magazines and on the internet.  Beasley (1995) 
wrote about studying with ME/CFS and the overwhelming problems of the physical 
and social difficulties experienced by persons affected with ME/CFS, as well as with 
assignments/essays.  She maintains that examinations may be a nightmare.  
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Whereas the average student will say ‘Have I studied the right material to 
answer the questions in this paper?’ the average student with ME/CFS has 
as their main concern ‘Can I survive this ordeal well enough to be able to 
answer the questions’ (Beasley 1995, p.2)? 
 
Villis (1998) has addressed the issues of studying with ME/CFS and gives advice on 
techniques which she found helpful while a student at university.  She says her article 
was ‘intended to provide practical and psychological strategies for undertaking study 
at a tertiary level’.  Villis has gone beyond the physical on-campus needs and 
addressed various scenarios.  Her advice for approaching lecturers: 
 
It is important to approach them in a calm, patient and reasonable manner.  
Vent your frustration/resentment/disappointment elsewhere, as the extent to 
which concessions are granted often hangs on your lecturer’s goodwill 
(Villis 1998, p.6). 
 
Self-help groups and articles written for students with the disability are one way of 
ameliorating the effects of the condition.  However, as the next section will 
demonstrate, the problem is too significant to be left to the efforts of self-help groups 
and articles written by students. 
  
1.6.2 Students’ Experiences 
Coonan, former president of the ME/CFS Society of NSW, claims that the Society has 
a substantial amount of information which shows that university students are being 
treated inequitably, and they have not received the necessary accommodations for their 
medical condition (Coorey 1998).  
 
The stories of tertiary students with ME/CFS, both in Australia and overseas, as well as 
the experience of the researcher, reveal that there is a commonality about the lack of 
accommodation which is experienced.  This, in turn, has impacted on their student 
experience, academic outcomes and quality of life.  
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1.6.2.1 Australian Students 
I shall now home in on the reported experiences and perspectives of individual 
students, beginning with students in Australia.  Schirmer and Jahne describe their 
struggles with ME/CFS fatigue and the impact upon their learning situation. 
 
Halfway through the period fatigue hit me, and I had to struggle to keep my 
head up.  I tried to listen to what the teacher was saying, but all I could feel 
were waves of exhaustion beating over me and a sickening faint feeling.  
Her words faded steadily to a blankness (Schirmer 1994, p.102). 
 
We were asked to write about our thoughts and feelings that resulted from 
the lecture each week. … Each week’s entry I had referred to my 
exhaustion, and the fact that on several occasions, I had actually fallen 
asleep in the middle of a lecture (Jahne 1998, p.48). 
 
Oberin (1998) mentioned her problems in attending compulsory laboratory work at her 
University, and her lecturer’s total lack of understanding and unwillingness to make 
any accommodation to meet her needs. 
 
I had the experience in first year of a lecturer who wouldn’t give me the 
notes I needed, eventually I got the disability officer to visit him, and he got 
a very long lecture about discrimination.  He agreed eventually to give me 
the notes, and when I went to collect them he spent 45 minutes telling me 
what a stupid idiot I was, and how I was scumming off society and not 
really disabled and a whole lot of other shit.  It really upset me at the time, 
but I got him back by topping his course (Oberlin 1998, n.p). 
 
Tate (2000b) has written extensively of her personal experiences and has shared them 
on an internet site for other Australian tertiary students. 
 
During the last half of this year … I was in constant chronic pain and so sick 
with CFS, and so, so sick of life and struggling in general. … I couldn’t sit 
up during my exams, I cried with pain and exhaustion through all of my 
tonnes of last assignments.  I contemplated dragging myself down to the 
Ring Road of my Uni. and let a car or even better a bus run right over me.  I 
was tortured and I was suffering terribly.  I am not ashamed to admit it … 
now.  This suffering is not what study is supposed to be about. … I know 
what my study torture has done to my health - set my further recovery back 
a few good years (Tate 2000b, p.6). 
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1.6.2.2 Overseas Students 
Overseas students have written of their student experiences, their quality of life and 
how examinations have caused deterioration in their health.  Their stories seem to 
resonate with similar experiences to those of the Australian tertiary ME/CFS students.  
Difficulties in negotiating accommodations would appear not to be solely an Australian 
problem. 
 
Richard Smallfield (1997), a tertiary student from New Zealand wrote of his ME/CFS 
relapse after examinations. 
 
That year, especially over the final university term, I had worked far too 
hard ….  I never bounced back after those exams … I was no longer able to 
walk and became bedridden and confined to a wheelchair for almost seven 
years.  I still have limited mobility and have to lie down most of the time 
(Smallfield 1997, n.p). 
 
Tom Kindlon has told his story of his struggles as a tertiary student with ME/CFS in 
Eire. 
 
I actually find life … easier now that I don't have to be trying to keep up to 
date with study or trying to prepare for exams with a "M.E. brain" that tends 
not to remember everything or makes mistakes. …  I was 80-85% well when 
I was studying but still found it very hard even though, I'm bright. …  I 
personally would not recommend anyone with M.E. to be studying full-time 
unless the course is not that demanding (in terms of the number of hours of 
classes and the number of hours of study that a normal person would require 
to keep up with it) or maybe some other exceptional circumstances.  
Otherwise one is very likely to relapse around exam time and maybe other 
times during the year - I had a major relapse during my second year exams 
in college and never really recovered from it (the evening after one of the 
exams, I remember my throat swelled up so much I could barely talk/breathe 
(Tom Kindlon, Eire, 2002, pers. email comm., 31 January, used with 
permission). 
 
In an unsolicited email to me, Margaret Holt (USA, 2001, pers. comm., 31 
December, used with permission) has pointed out her difficulties in the United 
States of America.   
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I had onset of CFIDS/ME in 1991 with severe neurological/cognitive 
difficulties documented on my Social Security Disability neuro-
psychological educational testing. … I had to pay $250 on my own to 
confirm continuing memory, etc. disability at application to graduate school.  
This, along with all of my medical documentation which would fill a book, 
was presented to the college disability accommodation office, along with a 
copy of the US law (rehabilitation act) requiring reasonable accommodation. 
… My accommodations were as follows:  being allowed to take a part-time 
course load of 9 hours (due to specific recommendation by my doctors) 
while still considered full-time for financial aid and tuition purposes.  [I was 
allowed] double time on exam testing at the end of the semester. … I wear 
dark polarized filter glasses into class to protect my brain/thinking from the 
fluorescent strobe lighting causing agitation, lack of ability to think, and 
eventual seizure if it goes on too long (documented by EEG, subtle seizure 
disorder in right and left temporal lobes, though I have only had one actual 
grand mal seizure), handicapped parking pass to conserve energy to be used 
in class, staggered classes with break in between, with disability aware 
professors. … I have just taken my three exams and they were spaced 4 days 
apart, I was allowed to take them in a professor's office by myself with 
natural lighting so I didn’t have to wear my dark glasses. … This was a 
four-month battle to obtain this, and I still was not accommodated for 
multiple chemical sensitivities, but take a mask in my book bag in case 
maintenance workers begin painting in my area, and they say replacing the 
light bulbs in my classroom/s with the full spectrum ones is too expensive.    
 
1.6.2.3 The Researcher’s Student Experience 
I had an undergraduate enrolment cancelled at an interstate university because of 
incorrect assumptions made about the nature of my ME/CFS, a decision which was 
made without any expert, medical or personal input but on legal advice.  This 
occurred because I had requested a video (of home-video standard) to be made of 
the practical demonstrations in chemistry (the request being made through the 
Disability Liaison Officer).  One symptom of ME/CFS may be sensitivity to some 
chemicals.  I had previously been tested for chemical reactions and one chemical 
which was to be used in demonstrations I knew would cause migraine.   
 
The university overreacted and presumed I was sensitive to every chemical which 
would be used in the entire degree.  I had mentioned my ME/CFS at enrolment but 
did not mention specific symptoms such as chemical sensitivity.  Other disabled 
students do not have to state symptoms in addition to naming their condition.  The 
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Occupational Health and Safety Act (NSW) was used to cancel my enrolment.  In 
the letter of cancellation, ME/CFS was not even mentioned, only the symptom of 
sensitivity to chemicals.3  After five weeks of intense negotiation the University 
reinstated me in the course, but only after I had signed a statement that the 
University would be absolved of all responsibility and duty of care for any mishaps 
which may occur while I was a student enrolled in the course.  The stress of this 
wrong cancellation, caused by the universities lack of understanding of the nature of 
ME/CFS and their inability to communicate, resulted in a ME/CFS relapse. 
 
1.7 Issues of Equity 
 
In the previous sections, I have presented a number of perspectives from tertiary 
students with the condition and implicit in these perspectives are a number of equity 
issues that I will explicate further here. 
 
Other studies have shown that the validity perceptions of the condition of ME/CFS 
are problematical (Jason et al. 1997) and the very legitimacy of the condition is 
questioned (Millen, Peterson & Woodward 1998).  
 
Often CFS sufferers are stigmatised, or fear such labelling, as a 
‘malingerer’, or are treated as having other psychological and somatic 
properties attributed to their ‘undefined’ illness (Millen, Peterson & 
Woodward 1998, p.128). 
 
The name of ‘chronic fatigue syndrome’ discredits and disempowers persons with 
ME/CFS when they endeavour to negotiate according to Holloway and Pinikahana 
(1999). 
 
How is the label of CFS determined?  What are the consequences for the 
patient, especially given the stigma of having CFS, on the one hand, and 
ambiguities regarding diagnosis/prognosis, on the other?  CFS is a 
‘syndrome, indicating that it has variable symptoms and ambiguous status as 
                                                 
3  My spouse was covered under Section 38 – Harassment in education – Associates with disabilities, 
and pointed out the impact on him and the University immediately began to discuss ways of 
reinstating me in the course. 
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an identifiable illness. … While the attribution of the label of CFS can bring 
some relief to the patient in that they have some recognisable illness, the 
obverse is that the uncertainty of the prognosis and the stigma associated 
with the illness usually lead to social and/or professional interpretations that 
they are malingers or merely lazy (Holloway & Pinikahana 1999, p.3) 
 
Human rights and equity are enshrined in Australian legislation and the ‘chronic 
illness/disease’ medical condition of ME/CFS comes within the definitions of 
disability contained in the Disability Discrimination Act (1992) yet, it would seem, 
that students with ME/CFS may not be receiving adequate accommodations in 
educational institutions, particularly in tertiary education.  There seems to be 
problems with equity and human rights due to the history, public perceptions and 
social constructs of ME/CFS.  Direct and indirect discrimination seems to be 
experienced as the disability requirements of students with ME/CFS fall outside of 
the ambit of official guidelines.  Jones and Basser Marks (1998, p.82) say that ‘the 
law cannot ensure that people are accorded rights but it can, in its limited way, help 
the movement towards rights for people with disabilities within society.’  There is 
no existing research in the area of education and there is the need for further 
investigation to ascertain what is happening in regard to equity and social justice. 
 
1.8 Possible Benefits of this Research 
 
This research will provide tertiary educational institutions with new knowledge to 
help level the educational playing field for the "ME/CFS disabled" (an area not 
previously investigated) and thereby assist them in complying with the Disability 
Discrimination Act (1992).  To achieve this greater understanding, I believe the 
research needs to be analysed from the perspective of human rights and equity.  The 
extent to which rules and regulations in higher educational settings have a 
discriminating effect against the ME/CFS tertiary student shall be explored as well 
as the academic environment. This research is aimed at facilitating the equitable 
inclusion of tertiary students with ME/CFS through better knowledge and is not 
intended to be judgemental.   
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The statement of full inclusion of people with disabilities into Australian 
society that is inherent in the very act of passing the law is more important 
than punishing individual discriminators (Jones and Basser Marks 1998, p.84). 
 
Tertiary institutions could also become more compliant with the Disability 
Discrimination Act (1992).  Greater understanding of the needs of tertiary students 
with ME/CFS may result in higher student retention rates and even fewer suicides 
amongst ME/CFS tertiary students in Australia when they obtain the same human 
rights and equity of access to education enjoyed by other students (King 1999; 
Mungovan & England 1998).  
 
My personal motivation for this study is to try to create an awareness of the 
difficulties of studying with ME/CFS, and through this better understanding, to try 
and help obtain better accommodations so ME/CFS students may enjoy more 
equitable access to a fulfilling university life.  
 
ME/CFS persons have become powerless (Hyden 1997; Komaroff & Buchwald 
1998; Mungovan & England 1998).  A greater political self-awareness on the part 
of all participants could be a possible outcome of this research as the participants 
become more aware of their rights, especially those contained in the Disability 
Discrimination Act (1992) and Students with Disabilities: Code of Practice for 
Australian Tertiary Institutions (O’Connor et al. 1998.    
 
Currently there is no information in the area of appropriate accommodations in 
Australia, which has either originated from the students with ME/CFS or addresses 
the specific issues experienced by these tertiary students.  Normally silent voices, 
the participants in this research are given a voice.  At present the students share the 
knowledge between themselves as they converse with other ME/CFS students.  This 
information needs to be gathered and researched, so that it can be used by tertiary 
institutions, disability liaison offices and new tertiary students, so that appropriate 
accommodations and understanding may ensue.   
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This research is aimed to fill a large space in this area of knowledge, and the 
research needs to be designed so that the information will be obtained from students 
who have first-hand experience of what it is really like to be a tertiary student with 
ME/CFS - that is, from their lived experiences.  It is only with a substantial research 
sample that an adequate cross-section of experiences may be gathered which can 
reveal the breadth and depth of these experiences.   
 
This research will benefit the participants and other students with ME/CFS through 
the raising of awareness of student needs.  This research will thus make a 
significant contribution to knowledge in the field of tertiary education and human 
rights and equity as pertaining to students with ME/CFS.   
 
1.9 My Approach - Insider Research 
 
Insider research is consistent with the ideas of persons in the disability movement, 
such as Oliver (1992; 1993), Abberley (1991), Barnes (1992) and others, who 
advocate that there is better understanding of the participants’ perspectives.   
Oliver (1990, p.9) says ‘the theoretical underpinnings of much research on 
disability have usually been … divorced from the every day experience of disabled 
people’.  Abberley found that often outsider research could result in the oppression 
of people with a disability as research data was viewed from the bureaucratic 
perspective rather than the lived reality of disability. 
 
The spurious objectivity of published findings upon which welfare agencies 
often rely for evidence, can reinforce, for the whole range of people to 
whom research is supposed to apply, oppressive definitions of their reality 
(Abberley 1991, p.159). 
 
French (1996a, p.162) has suggested ‘that most research about disabled people has 
focused on impairment rather than on social and environmental barriers and has 
been conducted by non-disabled people.’  Importantly, this study is ‘insider’ 
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research in the sense that I am a researcher-with-the-condition, and it is expected a 
deeper level of openness could be apparent as the participants may be more open to 
such a researcher.  I have, through my own personal experiences, become aware of 
the lack of understanding of the effects of this serious debilitating disease on 
academic progress.  There is the need to know if these personal experiences have 
also been shared by other ME/CFS students.  My tacit knowledge will mean that I 
shall have a greater depth of understanding of the experiences of the participants.  
Additionally, I believe, I shall have empathy with the stories of the participants. 
 
Empathy is the ability to see the world from the point of view of another 
person, through their frame of reference, through their conceptual and 
emotional spectacles, so to speak. … This ‘as if’ quality should be 
emphasised.  Without this quality, empathy becomes sympathy (Woolfe 
1996, p.109). 
 
 
The lived experiences of the students with ME/CFS need to be sought so that the 
issues affecting them may be understood.  I would construe that being a student 
with the condition provides advantages in appraising the inequities, difficulties and 
issues of human rights which will become apparent in my research.  
 
This inquiry will need to focus on the perceptions of tertiary students with ME/CFS, 
who by their very own personal experiences have experienced situational instances 
in tertiary institutions and take a wholistic approach. Rowan (1981, p.93) has 
warned about ‘treating people as fragments.  This is usually done by putting a 
person into the role of 'research subject' and only then permitting a very restricted 
range of behaviour to be counted.’  It is contended that only those who live with the 
experience of ME/CFS really know of the inequities and lack of accommodation in 
tertiary education: this is my rationale for the focus of my research being the lived 
experiences of tertiary students with the condition. 
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1.10 Content of the Research 
 
The first chapter will attempt to sketch only a prima facie case for the study 
exploring concepts of disability and student experiences with ME/CFS both in 
Australia and overseas.   
 
The second chapter will review more thoroughly the related literature, 
contextualising the medical condition of ME/CFS more thoroughly within the 
political-medical construction of a disease.  It will consider areas where assistance 
has been made available to students with ME/CFS and how some regulations of 
tertiary institutions impact on students with ME/CFS.  The research questions will 
arise from out of this survey of the related literature. 
 
The third chapter contains the search to find an appropriate research methodology 
to reveal the lived experience of Australian tertiary students with ME/CFS, the 
considerations and limits, not only of the research methodology but the limitations 
that are imposed by the medical condition on participants.  The decision was made 
that an amalgam of critical ethnography containing elements of case study, 
autobiography and narrative research would be able to reveal the situation for 
Australian tertiary students with the condition. 
 
Ethnographic considerations are addressed in chapter 4.  Explorations of issues 
which may affect volunteering to participate and may modify and adapt the research 
process are addressed.  The gathering of data from the participants, not only 
circumscribe the requirements of the research, but are additionally curtailed by the 
medical condition of ME/CFS and these modifiers are considered in this chapter. 
 
The fifth chapter presents the instrumentation of the research.  The research 
invitation, plans for recruitment, search for participants, response and reflections on 
recruitment are discussed. 
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The responses to the initial questionnaire, completed by all participants, are 
analysed in chapter 6.   While the short initial questionnaire provides a participant 
background to the stories it is also collated for a composite overview of the 
participants in Chapter 6.  Issues of completion rates, reduced enrolment, 
withdrawals and types of courses selected are raised in this chapter. 
 
The stories of the participants are analysed in a number of ways.  In the seventh 
chapter the stories from six of the research participants are retold and their 
experiences are weighed against medical research findings for veracity.  Iterative 
checking of the stories through the return of the stories to the participants is 
undertaken for verification of the researcher’s interpretation. The issues common to 
each story are then summarised.   
 
Topical analysis of the participant stories using the common issues that emerged in 
chapter seven is undertaken in chapter 8.   Issues arising from the selected stories 
have been weighed against the remainder of the stories. This provides triangulation 
of the emergent issues of the previous chapter.  These issues include physical access 
to facilities on campus, academic assessment difficulties, rules and regulations of 
institutions, personal relationships with academic staff, disability liaison officers 
and peers, and the quality of life and emotional impact on the student with 
ME/CFS. 
 
The ninth chapter is the analysis of the issues reflected in four intertwined themes in 
each story; these were the illness of ME/CFS, the academic environment, the 
political-medical controversy and the name of Chronic Fatigue Syndrome leading to 
misunderstanding in the community and also educational institutions, culminating 
in the lived experience of the student and impacting on their quality of life.  
Iterative checking with the participants was carried out to test the researcher’s 
thematic constructions and responses (as well as story content) which has led to the 
theoretical positioning of this research along a continuum from stigma to solidarity.   
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The research questions are revisited in Chapter 10.  The most disabling symptoms 
identified by the students are cognitive dysfunctions for which no accommodations 
are made by the academic institutions.  Apparent infringements of the Disability 
Discrimination Act (1992) which impact on quality of life, human rights and equity 
were found.  Students are stigmatised and lack credibility to negotiate appropriate 
academic accommodations.  Some of the responses from the public presentation in 
Adelaide are recorded and leads to considerations of how students with ME/CFS 
may obtain better accommodations within Australian tertiary institutions.  A 
possible means of improving the ability of students to negotiate is explored.  A 
tentative protocol for negotiating accommodation has been written arising from the 
researcher’s interpretation of the information provided in the research stories by the 
participants.  
 
Chapter eleven is a self-reflective chapter where the researcher-with-the-condition 
considers her experiences as an ‘insider’ researcher and the impacts this may have 
had on the research findings.   
 
1.11 Summary 
 
There appears to have been no research to find out if and how the factors raised in 
this chapter are impacting on the tertiary students with the ME/CFS condition.  The 
students, in their stories, may reveal how the construction and acceptance of this 
condition affects their credibility when they endeavour to negotiate appropriate 
accommodations in tertiary institutions in Australia.  This thesis is aimed at 
providing the beginning of a research base to this issue. 
 
So far I have attempted to sketch only a prima facie case for the study.  It is 
expected that the stories of the lived experiences of tertiary students with the 
condition will give rise to a number of issues of equity and human rights.  This 
research should assist academic and other staff in making appropriate 
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accommodations and bring about better compliance with the Disability 
Discrimination Act (1992). 
 
The next chapter will address the related literature, particularly as it is applicable to 
the controversies and political construction of ME/CFS, as this will contextualise 
the environment into which the tertiary students with ME/CFS are living out their 
life experiences. 
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Chapter 2 
 
Review of the Related Literature 
 
2.1 Introduction 
The previous chapter addressed the prima facie case for the research.  The 
legislation and standards - Disability Discrimination Act (1992) and the Students 
with Disabilities: Code of Practice for Australian Tertiary Institutions (O’Connor et 
al. 1998) - provide perspectives from which to assess equity and human rights in 
education in Australia.  The student experiences were considered in relation to the 
law and expectations for the accommodation of students with ME/CFS and I have 
decided that there is the need for further research.  This chapter is the review of 
related literature searching for areas where there are unknown impacts on the 
experiences of tertiary students with ME/CFS.  The chapter will culminate in the 
research questions.   
 
This review of the related literature is generally limited to the sociological 
environment in Australia and to the context of education in Australia, especially the 
education guidelines for disability, the effects of rules and regulations on students 
with ME/CFS and educational surveys in which Australian students with ME/CFS 
have participated.  Excluded from this review is the historical context of ME/CFS, 
epidemiology, medical research findings and the overseas experience which has 
lead to political conspiracy theories as they are not directly related to the concerns 
of this research into education and ME/CFS. 
 
In this chapter the areas indicated below are reflected on and examined: 
• A brief survey of the sociological construction of newly recognised but 
contested medical conditions especially those which have a majority of females 
with the condition.   
• The examples of the medical and community environment in which students 
with ME/CFS live their lives are reviewed.   
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• Educational guidelines written to assist with the education of students with 
ME/CFS in a selection of overseas countries are outlined.   
• Specific education guidelines written to accommodate Australian students with 
ME/CFS are analysed for appropriateness.   
• General guidelines written to assist the Australian tertiary institutions meet their 
obligations under the Disability Discrimination Act (1992) particularly Section 
22 are searched for applicability for students with ME/CFS.  
• Possible areas of Indirect Discrimination (Section 6) (DDA 1992) are 
investigated in a small survey of admission regulations, attendance requirements 
and academic progress, as well as in government programmes such as the 
Higher Education Contribution Scheme (HECS 2000). 
• Surveys of students with ME/CFS, which have been undertaken in Australia, are 
reviewed and their conclusions examined. 
• From this investigation of the related literature, the specific research questions 
arise and become the focus of this research. 
 
2.2 Social Constructions and ME/CFS 
 
Fulcher (1989) espouses that disability is socially constructed and she maintains it 
is also a political classification designed to debar people labelled as disabled from 
mainstream participation in the community.  ‘Disability is a ‘political and social 
construct’ used to regulate. ... Disability is relative to social practices in a number 
of ways’ (Fulcher 1989, pp.23-4).  Grbich (1996, p.30) upholds that ‘Medicine is 
seen as a male-dominate system of social control which operates to maintain the 
subordinate position of women in society’.   A similar viewpoint is held by Broom 
(1989).  
 
Schweitzer (1997) and Richman et al. (2000) have theorised that much of the 
medical conflict over ME/CFS from certain sectors of the medical profession may 
be explained by ME/CFS being a ‘female disease’.   
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This is not because it is a disease of women, but [has] the stereotypical 
attributes that our culture used to associate with women earlier in this 
century … and going back into the 1800’s. … When medical professionals 
… can say with a straight face that this disease may be ‘stress’ or ‘anxiety’ 
or ‘modern life’, or ‘functional somaticization’ …- that is feminizing the 
illness.  And as long as this is perceived as a feminine illness, in the sense of 
gender typologies there will be a long hard battle to get the respect, the 
diagnosis, the treatment, the care, the compassion that sufferers of this 
illness desperately need (Schweitzer 1997, pp.2-3). 
 
 
Historically ME/CFS has been considered a ‘disease of white middle class women’ 
(Green, Romei & Natelson 1999, p.73) although the research of Jason, Richman et 
al. (1999) has found a higher incidence in Hispanic and Afro-Americans, sixty per 
cent of whom were female.  The Centers for Disease Control (CDC), USA still 
promote ME/CFS as a condition of the white middle class woman. ‘Women 
accounted for most of the cases, with a prevalence of 356 per 100,000.  Almost all 
of these cases occurred in white women, in whom the prevalence was 394/100,000’ 
(Reeves, cited in Schweitzer 1999, n.p).  
 
Some of the decisions regarding ME/CFS may have occurred due to the 
predominance of female patients with this illness whose medical complaints have 
historically been compromised by the predominantly male establishment (Jason, 
Taylor & Richman 2002).  The name, Chronic Fatigue Syndrome, may even have 
gender bias: ‘Given that 98 per cent of patients at the time the name was chosen 
were female, there is more than a hint of gender bias in the particular choice of a 
name, and it is not coincidental that patients find it demeaning’ (Schweitzer 1998, 
n.p.).  Johnson (1996) has presented the name of Chronic Fatigue Syndrome as 
having been chosen because of the preponderance of females with the condition and 
constructs the name of ‘Chronic Fatigue Syndrome’ as a patriarchal name 
trivialising the illness experiences of those with the condition. 
 
The euphemistic, benign sounding name suggested a trivial, volitional 
disability, one that could be shrugged off with vitamins, aerobic exercise, 
stress reduction, a good night’s sleep, or sheer will-power.  By casting its 
victims in the role of shirkers who chose to defy the nation’s Protestant 
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work ethic, the name, in addition, had the subtle effect of inspiring hostility 
toward the victim.  As one psychologist … evaluating the psychological 
impact of words notes, ‘chronic fatigue syndrome’ has a real negative 
impact.  The word ‘chronic’ is associated with chronic complainers, chronic 
whiners.  And ‘fatigue’ is even worse.  More profoundly, the name 
camouflaged the nature of the illness itself; the fatigue in ‘chronic fatigue 
syndrome’ was merely a symptom and, compared to the neurologic 
dysfunction resulting from the structural damage to the brain in the early 
phases of the disease, a sometimes unimportant one at that (Johnson 1996, 
p.219) 
 
The name of ‘chronic fatigue syndrome’4 was selected in the USA (Holmes et al. 
1988)5 because statistically the most common symptom is ‘fatigue’.  Fatigue is non-
quantifiable, non-measurable, non-medical yet Holmes et al. proceeded to define 
and construct a medical condition based around this symptom.  Some medical 
professionals have objected to the selection of fatigue in the name including Hyde 
(1992a). 
 
The first criticism …is that it takes one symptom of disease, fatigue, and 
elevates it to an unrealistic importance. … Yet the problem with fatigue is 
that it is neither specific, definable nor scientifically measurable.  Fatigue is 
both a normal and a pathological feature of every day life.  Every normal 
person gets fatigued.  Fatigue is a common feature of much major 
psychiatric disease and major medical disease.  Since fatigue is such an 
integral part of many illnesses by calling fatigue the primary characteristic, 
the authors necessitated the elimination of hundreds of other diseases.  … 
Fatigue is not an object, it is simply a modifier in search of a noun (Hyde 
1992a, p.11).  
 
Friedberg and Jason (2002, p.1), fifteen years after the name was given, say that 
‘the term “fatigue” continues to elude precise definition or objective measurement.’  
 
Women, pain and fatigue have been subjected to medical disbelief for many years.  
Many medical publications are directed at women, some of which would encourage 
their subjection to male-dominated medicine, even casting the medical conditions of 
the woman as self-inflicted (Atkinson 1985; Bogin 1982).  ‘Adopt the attitude that 
                                                 
4   No capitals were used in the original Holmes et al. definition name. 
 
5   Known as the Holmes 1988 (or CDC 1988) research definition. 
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you do not have to accept excess fatigue from your work. … It is a reliable 
symptom; its presence indicates that the individual is failing to cope with some 
demand in life’ (Atkinson 1985, p.305).  
 
‘Like many diseases that affect primarily women, this disease has an ignoble 
history’ states Berger (1992, p.478).  Green, Romei and Natelson (1999, p.73) 
writing of ME/CFS have hypothesised that ‘further studies could be of value in 
understanding the attitudes of physicians toward their women patients.’  Richman 
and Jason (2001) have drawn attention to the chasm between the attitudes of many 
in the medical profession, especially the psychiatric arm, and those with the 
condition who experience the physical symptomatology.  ‘The framing of CFS in 
largely psychiatric terms was coupled with recommended treatments involving 
medications used for psychiatric disorders and/or particular psychotherapeutic 
interventions’ (Richman & Jason 2001, p.18).  This is compared with ‘critiqueing 
the presumed psychogenic causation of an illness seen to predominate in women, 
the CFS patient community has lobbied for increased funding for biomedical 
research in general, and particularly for research addressing viral and immune 
dysfunction etiologies underlying CFS. …  Many of these commentaries are by 
female patients’ (Richman & Jason 2001, p.21).  
  
Within the context of a social construction of illness perspective, we have 
suggested that the medical community has devoted major attention to the 
presumption that CFS is largely rooted in psychiatric and/or social stress 
factors, while the CFS patient population has maintained that CFS is 
primarily an illness with a yet to be identified biomedical etiology.  
Documentation of the gap between (predominantly female) CFS patients 
and (predominantly male) medical professionals in assumptions about the 
CFS illness experience can be added to the general body of feminist 
critiques of medical practice as failing to meet the needs of female patients 
(Richman & Jason 2001, p.24). 
 
ME/CFS is a newer poorly understood and contested condition with a name and 
symptomatology that is reminiscent of gendered stereotyping.   
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What impact on the educational experiences of tertiary students with ME/CFS 
arises from their medical condition being so poorly understood?   
 
2.3 Diagnosis, Controversy and Community Attitudes 
 
Clarke (2000, p.90) says that ‘surplus suffering … happens to individuals because 
there are not clearly established, universally known objective markers that could 
legitimize their suffering with a label. … CFS does not readily fit into the medical 
model.’  ‘Doctors, as the recognised formal authorities on disease, are responsible 
for ensuring that only legitimate illness is accepted as a reason for an individual’s 
failure to fulfil social duties’ (Millen, Peterson & Woodward 1998, p.141).  They 
found that ME/CFS is stigmatising and discussed the difficulties which persons 
with the condition have in obtaining a diagnosis that will legitimise their illness 
experiences.  A similar view point is expressed by Holloway and Pinikahana (1999, 
p.3) who say that ‘while the attribution of the label of CFS can bring some relief to 
the patient in that they have some recognisable illness, the obverse is that the 
uncertainty of the prognosis and the stigma associated with the illness usually leads 
to social and/or professional interpretations that they are malingerers or merely 
lazy.’ 
 
Green, Romei and Natelson (1999) point out medical practitioners may be hesitant 
to give persons a diagnosis of ME/CFS as they believe that this will give credibility 
to their illness experience and thereby perpetuate it.    
 
A more subtle infantilizing of subject also occurs.  At least some general 
practitioners hesitate to assign a diagnosis of CFS lest it become a ‘disabling 
self-fulfilling prophesy’; patients however, see a unique diagnosis as 
‘enabling’ by providing an acceptable explanation for their symptoms, and 
thus removing the stigma of personality flaws (Green, Romei & Natelson 
1999, p.73). 
 
Woodward, Broom and Legge (1995, p.327) found that eighty-five per cent of their 
female research participants had been given a psychiatric categorisation, compared 
with just thirty per cent of their male participants although receiving a diagnosis has 
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been found to be enabling.  It is much more difficult for young females to obtain a 
diagnosis of ME/CFS (Schweitzer 1997).  Wilkinson (1988, p.14) says that ‘A large 
number, particularly women, are told by their doctors that they are neurotic, 
menopausal, hysterical or emotionally unbalanced. … A doctor who is ignorant 
about the disease, sceptical about your problems or unwilling to seek out solutions 
will do you more harm than good.’  
 
Millen, Peterson and Walker (1999, p.3), in their investigation of the status of 
ME/CFS, insist legitimation would assist persons with the condition stating that ‘the 
consumer experience of the ambiguous status of CFS in the medical community 
plays a part in the social and political processes affecting the acceptance of it as 
‘real’.’  The media has enforced these perceptions of the condition with the 
common use of the derogatory term ‘Yuppie Flu’6 in lieu of ME/CFS especially in 
newspaper headings which brings into question the reality of ME/CFS as a medical 
condition.7   Disbelief by both the medical professionals, family, friends and the 
community ‘can have a profound affect [sic] on their concept of self, even on their 
sense of legitimisation of self’ (Fitzgerald & Paterson 1995, p.16).  The members of 
the lay community have become ‘instant experts’ on ME/CFS.  ‘Victim-blaming 
becomes one way of dealing with the discrepancies … different observers may 
choose to interpret data in accord with their own presuppositions about an illness, as 
well as their own particular agendas and purposes’ (Peterson, Millen & Woodward 
1999, pp.70-71). 
 
People with Chronic Fatigue Syndrome have suffered discrimination for 
many years - being told they had ‘yuppie flu’ or that it was a psychological 
illness, or that if they just did a good day’s work they’d feel much better.  
The discrimination has left sufferers and their families with a certain 
defensiveness, a sense of being besieged.  … Perhaps these people are so 
used to fighting they carry their battle wherever they go (Ragg 1999, p.25). 
 
                                                 
6   See Glossary for detailed explanation of this term. 
 
7  Headings such as “‘Yuppie Flu’ a real illness” in the Sunday Herald Sun add to the disbelief in  
 persons with the condition (Sunday World  1998). 
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O’Brien (1996, p.1), an Australian journalist, explains her personal feelings clearly: 
 
I was appalled: not that I had Chronic Fatigue Syndrome, but appalled by 
the discrimination and complete lack of understanding and caring towards 
sufferers, myself included, and often the doctors who try to help us.  To 
many, we had suddenly become malingerers who had no idea what was 
going on in our own bodies.  Sometimes we are looked upon disbelievingly 
by people who were supposed to be close to us.  Nothing can convey the 
panic and isolation this insidious illness causes. 
 
Clarke (2000, p.76) examined ‘the processes through which people seek 
confirmation and legitimization’ and concluded that people with ME/CFS become 
the experts on their chronic illness condition knowing more than their doctors.  
Millen, Peterson and Walker (1999, p.9) draw attention to the motivation of those 
with the condition and ‘politically active CFS sufferers have formed alliances with 
other groups involved in the broad social and political processes influencing the 
bio-medical model generally. … The formation of such alliances generally has the 
aim of having the immediate needs of all CFS sufferers recognised.’  As Millen 
(1997b, p.18) has said ‘The chronic illness sufferers and their support networks, as 
a wider generic collective, in Victoria have to maintain control of their own illness 
legitimation processes … as well as raise the public veil.’  
 
Many persons with ME/CFS have had no support from medical practitioners.  Many 
medical practitioners tell persons with the condition that ME/CFS does not even 
exist.  This led Dr. Brendan Nelson, when President of the Australian Medical 
Association, to call on the medical profession ‘to take ME seriously’ as a 
debilitating and serious illness (Nelson 1996).   
 
The wider community reflects these attitudes which are reinforced by the media, 
public utilities and government departments.  Just four examples, out of many 
instances that have occurred or are still occurring in Australia, are now given.  
   
• The Victorian Taxi Directorate (a state government directorate) has expressly 
denied access to taxi travel concessions by persons with Chronic Fatigue 
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Syndrome.  Ironically Myalgic Encephalomyelitis (the alternative name for 
CFS) is listed as an allowable condition in no less than four different categories 
(The Physical Disability Council Victoria Inc. n.d.).  Medical practitioners in 
Victoria are loath to use the term Myalgic Encephalomyelitis hence this has 
effectively meant that persons with Chronic Fatigue Syndrome are unsuccessful 
in obtaining taxi travel concessions.  
 
Notes that may help with - Applications For Multi Purpose Taxi Program.  
Please note that the VTD has stated that Chronic Fatigue Syndrome is 
listed as Non-Admissible as grounds for applying for the Taxi Discount 
Program (The Physical Disability Council Victoria Inc. n.d., n.p).   
 
Chronic Fatigue Syndrome is the sole medical condition or disability denied 
access to this scheme.  Persons with ME/CFS who apply receive a letter 
informing them that ‘Chronic Fatigue Syndrome is not an allowable condition 
under this scheme’ (Victorian Taxi Directorate 1998, pers. comm. in letter 5 
May).   
 
• Berrill (1999), a barrister specialising in superannuation and insurance claims, 
has drawn attention to the long hard struggle which severely ill persons with 
ME/CFS in Australia have when they try to access their superannuation. 
According to Berrill there is much evidence that insurance companies have been 
denying persons with ME/CFS access to their insurance benefits.  Pearce MLA, 
Member for Fitzroy, raised these difficulties in the Queensland State 
Parliament. 
 
The treatment that CFS sufferers are receiving from insurance companies 
is purely and simply victimisation and could well constitute discrimination 
on the basis of a specific impairment.  If those with CFS are ever to 
receive a fair go, it is clear that what is needed is a thorough investigation 
of the private insurance industry’s handling of all CFS disablement claims 
(Pearce 1999). 
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• The Shell Oil Company had a radio advertisement for the Australia Day 
weekend 1999 saying:  “You are as relaxed as a mattress tester with Chronic 
Fatigue Syndrome.”   After complaints from persons with ME/CFS, this  
      advertisement was immediately withdrawn and letters of apology were written 
to those who had complained stating that no offence was intended (Shell Oil 
Company, pers. comm, 28 January 1999). 
 
• Hamilton Island billboards outside the Brisbane, Melbourne and Sydney 
airports carried the caption ‘Chronic Fatigue Syndrome: Hamilton Island - 
Spoiling Australia.’ picturing a man and a woman lazing in a dinghy.8  The 
Advertising Standards Board (ASB) said ‘Ads should not discriminate or  
vilify a section of the community.  In this particular case, the ASB felt it vilified 
sufferers of Chronic Fatigue Syndrome and felt it tended to demean or belittle 
those people’ (reported by Lawrence 1999).  Baskett (2000) maintained that 
with any other medical condition there would have been a public outcry.  The 
name of Chronic Fatigue Syndrome does not evoke public wrath as the 
billboard reflects the community perceptions of the condition as being merely 
fatigue (equating to tiredness). 
 
These two sections have addressed the social constructions of legitimation and 
difficulties created by the lack of acceptance by the community of a contested 
condition. ‘Even the most enlightened and committed school principals have a 
limited ability to impose an ethos in a school which is too far in advance of 
community attitudes’ (Senate Education Report 2002, in Access 2003, p.30). 
 
Does lack of medical and community acceptance impact on the lives and study- 
experiences of tertiary students with ME/CFS? 
 
 
                                                 
8  Next page, Hamilton Island billboard at Sydney Airport, 1999.  Photograph © 
Tony Peri, used with permission. 
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2.4 Survey of Some Symptoms of ME/CFS 
 
Understanding the impact of ME/CFS within educational settings necessitates the 
need for familiarity with the condition itself.  The special accommodation needs of 
tertiary students with ME/CFS, due to the fluctuating multiple symptoms affecting 
all body systems, are unique.  Although there are more than ninety symptoms 
associated with this condition I shall only iterate those which are the most pertinent 
to educational settings and those most likely to impinge on academic outcomes.   
 
Ramsay has described the persons with ME as being: 
dogged by persistent profound fatigue accompanied by a medley of 
symptoms such as headache, giddiness, muscle pain, cramps or twitchings, 
muscle tenderness and weakness, paraesthesiae, frequency of micturition, 
blurred vision and/or diplopia, hyperacusis (sometimes alternating with 
deafness or normal hearing), tinnitus and a general sense of ‘feeling awful’ 
(Ramsay 1986a, pp.3-4).   
 
Many visual difficulties including scotopia and Irlen Syndrome (a visual sub-type 
of dyslexia) are found in ME/CFS (Lane 1992; Prasher & Findley 1992; Robinson 
et al. 2002).  Richardson has described another visual problem: ‘Trying to read 
resulted in nausea and giddiness in some and in children can be overlooked and put 
down to school or lesson avoidance’ (Richardson 1992, p.88).  
 
Persons with ME/CFS may have heightened environmental sensitivities (Friedberg 
et al. 2000).  These include noise (which affects hyperacusis and concentration), 
lighting (such as the flicking of fluorescent tubes causing migraines and 
concentration problems), and chemical sensitivities (fresh paintwork, cleaning 
products, insecticides, etc.), triggering reactions.  When translated into the learning 
environment, these sensitivities can mean an impossible struggle for the student 
with ME/CFS (Crumpler 1994; Samways 1989).  
 
There is much medical evidence of the role which cognitive dysfunctions plays in 
ME/CFS.  The cognitive problems of ME/CFS typically include poor concentration, 
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word-finding difficulty, and inability to cope with multiple stimuli and fragile 
retrieval from short-term memory (Bastien 1992; Friedberg 1999; Goldstein 1993, 
1996; Grace et al.1999).  More time is spent in encoding information into the 
memory (Dowsett n.d.) yet if examinations are used for assessment there can be no 
assurance that this information will be retrieved and able to be used.9 As these 
symptoms are pertinent to education I shall now highlight some aspects of cognitive 
dysfunction as it is experienced in ME/CFS. 
                                                 
9 McDonald, Cope and David (1993) conducted a preliminary study into the cognitive impairment in 
patients with chronic fatigue. 
 
‘Simple tests of attention and concentration showed some impairment but this was influenced 
by both fatigue and depression. Subjects with high levels of fatigue performed less well on a 
memory task requiring cognitive effort, even in the absence of depression’ (McDonald, Cope 
& David 1993, p.812). 
 
Natelson, Iger, Sandman and Bastien are cited by the National CFIDS Foundation (1997) in their 
publication Guidelines for Schools: Understanding and Accommodating CFIDS/FMS: ‘Natelson 
documented the loss of IQ, as long as a day later, following exercise’ (National CFIDS Foundation 
1997, p.11). 
 
De Luca, Johnson & Natelson (1993) investigated information processing efficiency comparing 
multiple sclerosis and chronic fatigue syndrome.  Research was carried out by De Luca  et al. 
(1997) who found that cognitive dysfunction has effects on memory tasks in patients with chronic 
fatigue syndrome devoid of psychiatric disease.  De Luca (2000) has summarised the research in 
the area of cognitive impairment in ME/CFS.   
 
Marshall et al. (1997) researched the cognitive slowing and working memory difficulties in 
ME/CFS and demonstrated that persons with ME/CFS scored lower than the controls on tests in 
which motor and cognitive processing speeds were a critical factor, that is, reaction-time tasks.  
Marshall et al. also found that persons with ME/CFS had more difficulty on working-memory 
tasks in which rapid cognitive processing speed is also an important factor. 
 
The research of Michiels et al. (1996) showed that persons with ME/CFS displayed psychomotor 
slowing and impaired attention.  The learning rate of verbal and visual material for patients with 
CFS was slower, and there was delayed recall of verbal and visual information, and they have 
further verified these findings in Michiels, Cluyts and Fischler (1998), and Michiels et al. (1999).  
Michiels and Cluyts (2001) is the drawing together of their research into the neurocognitive 
findings in ME/CFS. 
 
Cuhna has offered medical reasons for the cognitive dysfunction: Hyperperfusion of frontoparietal 
areas of the brain is responsible for the cognitive abnormalities in CFS’ (Cuhna 2002, n.p.). 
Cuhna (2002, n.p) found that physical exertion resulted in mental fatigue.  ‘Reaction time analysis 
indicated that there was weakness in accessing brain neural mechanisms, which are related to 
motor preparation and execution in persons with ME/CFS, especially when fatigued as opposed to 
rested impairments in learning and memory.’ 
 
Brainwaves without warning may change from beta (thinking) to delta and theta waves (associated 
with sleep and pre-sleep states in healthy people), as sudden inexplicable ‘power drains’ occur 
during cognitive challenge (Preston 2000).  
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Neurological/Cognitive Dysfunctions in ME/CFS 
 
Symptoms, colloquially known as ‘brain fog’ or ‘porridge brain’, occur 
when persons with ME/CFS find that they are unable to ‘think clearly’, lack 
comprehension and their memory is not functioning to accepted standards.   
 
The neurological/cognitive symptoms are more characteristically 
variable than constant and often have a distinct fatiguing component to 
them.  Especially common are cognitive ‘fog’ or confusion, slowed 
information processing speed, trouble with word retrieval and peaking or 
intermittent dyslexia, trouble with writing, reading, and mathematics, and 
short-term memory consolidation.  There may be ease of interference 
from concomitant cognitive and physical activities, and sensory 
stimulation.  It is easy to lose track of things and/or many things are 
forgotten: names, numbers, sentences, conversations, appointments, 
owns’ own intentions and plans, where things are in the house, where 
one has left the car, whether one has brought the car, where one is and 
where one is going.  The memory dysfunction tends to primarily affect 
short-term memory.  There are selective deficits in memory processing 
arising against a background of relatively normal cognitive functioning 
in ME/CFS patients.  They experience more difficulty in recalling 
information under conditions of greater semantic structure and contextual 
cues, the opposite of what is found in controls and patients with other 
sorts of CNS impairments.  They also experience difficulty maintaining 
attention in situations that cause them to divide their efforts, e.g., 
between auditory and visual channels (Carruthers et al. 2003, p.17). 
 
Amongst the neuropsychological problems patients experience are word 
blocking (not being able to find a word), word transposition (putting the 
wrong word in), severe headaches, photosensitivity (an inability to 
tolerate bright lights), fogginess, forgetfulness, directional problems … 
acalculia (an inability to do even simple mathematical problems), anomia 
(inability to match names and faces), visual spatial problems (e.g., 
inability to judge distances …), auditory verbal memory disturbances 
(inability to follow spoken directions), impaired judgment, inability to 
link auditory and visual input, (e.g., distracted by sounds…), dyslexic-
like symptoms (letter reversals), difficulty maintaining attentional set 
(inability to remain on task), difficulty or impairment in inputting, 
encoding, and retrieving information (comprehending and remembering 
what has been read) (Iger, cited in National CFIDS Foundation 1997, 
p.10). 
 
‘Patients without cognitive dysfunction should not be considered to have 
CFS’ (Cuhna 2002 n.p.). 
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From this short review of some symptoms it can be seen that persons with ME/CFS 
have learning disabilities.10 
 
Symptoms of ME are seemingly without end.  Not only is there remarkable 
variability in the actual symptoms but even within the same day symptoms 
can appear and disappear, much to the consternation of both patients and 
doctors (Hooper 2003, p.3). 
 
From the student perspective which symptoms of ME/CFS are considered to cause 
the greatest difficulties in the tertiary education setting? 
 
2.5 General Education  
 
The remainder of this review addresses education issues for students with ME/CFS. 
Education guidelines, accommodations, rules and regulations are examined from 
the students’ perspective.  What may seem to be reasonable guidelines to those 
without ME/CFS become problematical for those with the condition unless there is 
understanding of the many diverse symptoms.   Slee (1996, p.105) referring to the 
Australian education situation, makes the generalised comment that ‘No 
consideration is given to the role of schools in disabling or enabling students’.  
 
The United Kingdom, USA and Canadian education situations and guidelines are 
examined to provide a comparison with Australia.  Guidelines, used in both schools 
and tertiary institutions in Australia, are explored to see if they meet the needs of 
the students with ME/CFS, allowing for accommodations that will fulfil the 
requirements of the Disability Discrimination Act (1992).  Some schemes, rules and 
regulations from the institutions and from government policy are canvassed from 
the perspective of ME/CFS.  The findings of surveys that have contained students 
                                                 
10  The Senate Education Report (2002) defines learning disability as ‘neurological impairment that 
is intrinsic to the individual and is life long’ (Access 2003, pp.28-9). It is unclear from this report 
whether life long means born with the condition or acquired and then will last for the rest of life 
(as in the case of ME/CFS). 
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with ME/CFS are briefly probed.  This leads to the research questions about the 
lived experience of students with ME/CFS in Australian tertiary institutions. 
 
Students with Disabilities: Code of Practice for Australian Tertiary Institutions 
(O’Connor et al. 1998) addresses disability in a social context and access to 
buildings and facilities are emphasised.  The issues of access are restricted to 
students with quantifiable physical disabilities and mental disabilities.  This is not 
so much an omission by O’Connor et al. (1998) but can be seen as a general 
commentary on the needs of all disabled students.  The Code of Practice does not 
draw attention to the lack accommodation for specific conditions like ME/CFS at 
this time.  Ozdowski (2002, p.18) has pointed out that the Disability Discrimination 
Act (1992) has had limited impact for some disability groups as the ‘policy has been 
to concentrate first on issues where broad gains can be achieved.’ 
 
2.5.1 Overseas Experiences 
I shall now briefly examine education guidelines and practices in the United 
Kingdom, United States of America and Canada which have similar educational 
systems.  The respective patient support societies in the United Kingdom and the 
United States of America moved to write guidelines for education a decade earlier 
than Canada and Australia.   
 
2.5.2 Some Perspectives of the British School Situation 
In the United Kingdom, the ME Association (1992, p.13) Guidelines for Education 
make the point that it is important for schools and educational institutions to believe 
the child.  These guidelines do not seem to have been heeded in educational and 
official circles in the United Kingdom.  Colby (1996) has outlined many cases of 
school children with ME/CFS having their education severely hampered, not only 
by the disease itself, but by the attitudes of the educational and medical authorities 
(through their lack of acknowledgment and acceptance of the difficulties). 
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ME and Learning: Problems and Solutions (Colby & Jacobs 1997) addressed the 
difficulties of ME/CFS and learning, answering commonly asked questions about 
educating children with ME as well as clarifying issues for home tutors.  Colby and 
Jacobs (1997) enunciate the evidence of neuropsychological tests which reveal a 
brain disorder so promote the need for flexible schooling and policies that meet the 
specific needs of the ME student.  Arzomand (1998) in his research has added 
weight to the findings of Colby and Jacobs (1997).  
 
Action for ME: Children’s Charter (Colby 1997), written to try and solve the 
difficulties, includes the right to learn in an environment that will enhance the 
educational opportunities for children with ME.  Research by Dowsett and Colby 
(1997) found that Myalgic Encephalomyelitis was the cause of the most long term 
absenteeism in schools in the United Kingdom. ‘ME constitutes … 51%, far in 
excess of any other condition, cancer and leukaemia, the next largest category, only 
represents 23%.’  
 
The difficulties for children with ME/CFS are further elaborated in Childhood ME 
(Colby et al. 1999).  Colby (1999b) has also written Zoe’s Win from the child’s 
perspective of the difficulties that are experienced in the area of education.  
 
Action for ME (UK) has held conferences, such as ‘ME in Children: A One Day 
Conference for Education Professionals’ (Action for ME 1998), in an endeavour to 
further alert teachers and education professionals to the needs of children with 
ME/CFS.  These actions are necessary even though the United Kingdom has a 
disability discrimination act.  
 
2.5.3 Some Perspectives of the American School Situation 
In the United States of America ME/CFS is known, by the persons with the 
condition, as the Chronic Fatigue and Immune Dysfunction Syndrome (CFIDS).  
The National CFIDS Foundation has written Guidelines for Schools: 
Understanding and Accommodating CFIDS/FMS (National CFIDS Foundation 
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1997).  Attention is drawn to the cognitive, neuro-cognitive and physical difficulties 
experienced by students with ME/CFS.  
 
The Guidelines for Schools: Understanding and Accommodating CFIDS/FMS make 
the point that words such as inclusion and integration do not necessarily equate to 
educational access, accommodation or least restrictive environment, when placed 
beside the illness ME/CFS (National CFIDS Foundation 1997, p.7).  The words 
‘accommodation’ and ‘least restrictive’ have changed their meanings and are now 
interpreted as meaning inclusion (that is regular classroom attendance).  Slee (1996) 
and Christensen (1996) verify that this change has occurred.  The very nature of 
ME/CFS, with its fluctuating, relapsing and variable aetiology affecting school 
participation, results in inclusions for students which are completely counter 
productive.  The CFIDS guidelines make the complaint that school personnel take 
punitive actions against students with ME/CFS due to the changes in the definitions 
of ‘accommodation’ and ‘least restrictive’ (National CFIDS Foundation 1997, p.6). 
 
2.5.4 Some Perspectives of the Canadian School Situation 
In 2002 the National ME/FM Action Network released their own guidelines for 
teachers and students with ME/CFS Teach-ME: A Sourcebook for Teachers of 
Children with Myalgic Encephalomyelitis (ME)/ Chronic Fatigue Syndrome (CFS) 
and/or Fibromyalgia (FMS) with a chapter by Dr. David S. Bell (Teach-ME Task 
Force 2002).  This large publication has addressed the medical aspects, the impact 
of ME/CFS and/or FMS on children, educational planning and approaches to 
curriculum, and the role of the student and family in educational planning.  
Guidelines from Australia, United Kingdom and United States of America were 
drawn upon in this publication.11  
 
 
 
                                                 
11  I was privileged to be asked to review a draft of this publication. 
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2.6 Education in Australia  
 
I shall now advance some perspectives on the Australian school system.  This is 
relevant as it will reveal the educational background of not only tertiary students  
with ME/CFS but also the overall educational context in Australia in which tertiary 
institutions operate.   
 
Fulcher (1989) has examined the role of integration for students with disabilities in 
Victoria especially the various education acts that have made education 
compulsory.  Fulcher has not specifically addressed the issues of chronic illnesses 
such as ME/CFS but found that education acts debar children from school 
attendance.  Coorey (1998) has reported that Dunstan, ME/CFS Society of Victoria, 
believes that a sizeable minority of schools discourage students with ME/CFS from 
attending school because they lower the institution’s performance record.  Dunstan 
is also reported as saying that in some cases the response from the school, for a 
student needing to attend on a part-time basis, will be that it cannot help a student 
who is not prepared to put in the full number of hours. 
 
The United Nations Declaration of the Rights of the Child (UN 1989) focuses on 
abuse, legal aspects, children-in-care, disability, rural isolation, economic 
disadvantage, homelessness, indigenous children and unemployment.  The rights of 
children with chronic illness, except HIV/AIDS, are not addressed although there 
are rights to special attention, protection and assistance in circumstances of 
difficulty (Alston & Brennan 1991).  
 
Cullen and Brown (1993) prepared an official report (The Cullen Report) for the 
Victorian Directorate of School Education on the Educational Opportunities for 
Students with Disabilities and Impairments: Future Directions.  The equity status of 
students within Victorian schools was set out in a general summary.  Importantly, 
this report did not address the special needs of students with chronic illnesses.  
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The National Strategy for Equity in Schooling (1994), according to Sturman (1997, 
p.43), ‘defined equity in school as ‘the concept of equal access to school education 
and the fair and just distribution of benefits from the school education system.’  
Additionally an ‘unsupportive or discriminatory environment’ was amongst the 
factors of inequality (Sturman 1997, p.44).  The Australian Law Reform 
Commission (1997, p.13) says that ‘there is the need to meet the educational and 
social requirements of all students in the areas of disability, including disability 
discrimination laws and obligations’. 
 
The charter of the NSW Office for Children and Young People (1997) includes the 
specific statement to ‘accept the limitations of current knowledge regarding CFS 
and avoid negativity and punitive decisions regarding CFS children and youth.’ 
(cited in Stephenson 1998, p.4).  Stephenson stresses the failure in Australia to 
incorporate chronic illness and medical considerations as issues of equity.  She 
further emphasises that there is the need to implement an educational and medical 
human rights agenda for children with ME/CFS as they are subject to disharmony, 
disbelief and disempowerment.  Stephenson (1998) drew attention The National 
Children’s and Youth Law Centre report on Disability Discrimination in Schools 
(Flynn 1997) which conceded the counter productive impact of ME/CFS on 
educational experiences and equity. 
 
2.6.1 Guidelines for Education in Australia 
The guidelines that are available to assist students and institutions within Australia 
are now surveyed.  Education guidelines fall into four distinct groups: those written  
• by members of the medical profession which purport to assist in the education 
of students with ME/CFS;   
• to assist institutions in meeting the requirements of legislation such as the 
Disability Discrimination Act (1992); 
• by ME/CFS societies for disseminating information which has been directed 
towards institutions as well as sufferers and their families; and, 
• proactive students and educators with ME/CFS. 
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2.6.2 School Guidelines 
Rowe (n.d.) and Rowe et al. (1993) are educational guidelines that were written for 
use in Victoria.  These guidelines have probably had the greatest impact on 
education within Australia as they have been accessed and distributed widely both 
by educational institutions and were handed out by the ME/CFS state societies 
(Victoria, South Australia, New South Wales and Queensland) as the societies did 
not have their own literature.  As the principal author is a paediatrician and teachers 
and social workers are also involved, it would appear to be a multi-disciplinary 
approach.   
 
The paper by Rowe et al. (1993) has been edited and republished (Rowe & 
Fitzerald 1999).  Additional information has been included for cognitive 
behavioural therapy (1999, p.9).  Internal inconsistencies can be found in these 
documents when ‘Although progress towards recovery and getting back to school is 
slow, it is steady’ is juxtraposed with the statement on the very next page ‘The 
debilitating and unpredictable nature of Chronic Fatigue’ (Rowe et al. 1993, pp.3, 
4).  Other inconsistencies are also evident, such as recommending the importance of 
flexibility in the education of students: ‘flexibility is crucial’ (1993, pp.4, 6), then 
promoting compulsory attendance of the student who may be quite unwell: ‘It is 
important for the student to understand that he or she must attend these classes’ 
(1993, p.5).   
 
A return to school for specific subjects can meet the social, academic, and 
physical activity needs; no matter how the student with CFS is feeling, 
moreover, there is a commitment to routine. 
Regular attendance in a team or group activity requires commitment from 
the student and creates an expectation of attendance from other team 
members.  Peers gain a greater appreciation of the effort required from the 
ill student, particularly if that student attends when feeling unwell (Rowe & 
Fitzgerald 1999, pp.13, 17). 
 
This is contrary to the ‘envelope theory’, developed by King et al. (1997), which 
encourages persons with ME/CFS to stay within their limits and not ‘to push 
through’ especially when unwell.   Friedberg and Krupp (1994) proposed that it is 
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advantageous for persons to have knowledge of handling difficult situations' skills 
and identification of overactivity that trigger relapses of this condition.   
 
The general emphasis of Rowe (n.d.) and Rowe et al. (1993) is that these children 
need to be motivated, have a school/social phobia problem (as evidenced by poor 
school attendance), and generally are not willing to be ‘good’ students due to 
having an attitudinal problem with illness behaviour.  ‘The negative characteristics 
needs to be gradually overcome, in order to successfully re-integrate the student 
into the educational and social mainstream’ (1993, p.4) and this statement suggests 
that students lack motivation but social activities could assist them; ‘Sometimes the 
social event itself will provide sufficient motivation for them to ‘keep going’ rather 
than ‘giving in’ to the illness’ (1993, p.6).   
 
Bell refutes the idea of school phobia and behavioural difficulties: 
Perhaps the most common misdiagnosis in the school age child is depression 
or school phobia.  … School phobia is frequently diagnosed because of 
school absence and a relatively normal physical and laboratory examination.  
However, children with ME/CFIDS fail to show evidence of separation 
anxiety.  In addition, family dynamics are normal, and there is no 
precipitating emotional event frequently seen in school phobia.  The 
diagnosis of school phobia should not be a ‘diagnosis of exclusion’, and 
should not be made without evidence of primary emotional disturbance 
(Bell 1992, p.210). 
 
Rowe acknowledges the deterioration of the children’s learning ability.  ‘The 
combined effects of overwhelming fatigue, impaired concentration and information 
retrieval, together with headaches, muscle aches and pain and disturbed sleep 
patterns can present insurmountable problems’  but no suggestions are made for 
allowances, adjustments or strategies to accommodate these symptoms of ME/CFS 
(Rowe et al. 1993, p.4).   
 
I interviewed Fitzgerald of the Victorian Visiting Teacher’s Service and co-author 
of these papers (Rowe et al. 1993; Rowe & Fitzgerald 1999).  She raised issues of 
motivating children to learn in the context that the main problem faced by ME/CFS 
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students was educational motivation and school phobia.  When I asked Fitzgerald 
about what educational strategies were used to accommodate the memory problems 
(encoding and retrieval of information) and headaches, colloquially known by those 
with the condition as ‘brainfog’, she informed me she was unaware of these 
symptoms.  
 
The Royal Australasian College of Physicians wrote The Chronic Fatigue 
Syndrome Clinical Practice Guidelines (RACP 2002) to make recommendations to 
the medical practitioners in Australia for the diagnosis, care and treatment of their 
patients with ME/CFS.12  The RACP (2002) cite Rowe and Fitzgerald (1999) as 
their authority for stating that ‘Anxiety about returning to the school situation is 
common in children and adolescents with CFS’ (RACP 2002, p.S43).  This is an 
example of a medical body taking as its authority a document which is clearly 
flawed as explained above.  
 
The brochures for education which are issued by the ME/CFS Societies of Victoria 
and New South Wales in 2002 are now briefly examined.   
 
The ME/CFS Society of Victoria issues numerous brochures on education.  In 1999 
teachers who were members of the Society collated information based on Colby 
(1997).  These guidelines, Chronic Fatigue Syndrome: A parent’s view, (ME/CFS 
Vic. n.d) were written for the teacher/educator ‘to assist schools and teachers 
understand the many problems which students have…’  It also reiterates the ideas of 
Rowe about psychosomatic issues such as lack of confidence in dealing with peers, 
difficulties in establishing and maintaining friendship networks (ME/CFS Victoria 
n.d.).  The ME/CFS Society of Victoria also issues ME in Children which is an 
extract from the publication of BRAME ME Today (Speight 1997) and the 
Guidelines for Schools (Colby n.d.) both from the UK. 
 
                                                 
12  The RACP forwarded a draft of these clinical guidelines to me, inviting me to write a submission  
(Morris 2001d). 
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The ME/CFS Society of New South Wales issues different brochures for education.  
Isaacs (1996, pp.1-2) a medical practitioner, has addressed areas such as the 
symptomatology of ME/CFS and the fluctuating variability over time.  He has 
supported students in saying ‘Students with ME/CFS are often very keen to return 
to school but become easily exhausted’.  Even so, he has reiterated the ideas of 
Rowe et al. (1993) that ME/CFS is only a temporary condition from which full-
recovery is made.  
 
Other publications available from the ME/CFS Society of New South Wales in 
2002 for education include the following: 
• Ten points on organizing care for children with ME, written by Colby of the 
United Kingdom and issued by the CFIDS Society of USA (Colby 1999a), does 
not reiterate the views of Rowe et al. (1993).  
• Chronic Fatigue Syndrome and School Education Guidelines for Students 
(ME/CFS Society of NSW n.d.) has rejected the ideas of Rowe (n.d.) and Rowe 
et al. 1993) as outlined above. This document gives indications of how to assist 
the student with ME/CFS, but retains the recommendation of additional time for 
academic assessments such as examinations rather than suggesting alternative 
assessment procedures which may be more appropriate to accommodate for 
cognitive dysfunctions (ME/CFS Society of NSW n.d., p.4).   
 
The symptoms of ME/CFS are sometimes misdiagnosed in children and 
adolescents as being school phobia, an emotional disorder, or lack of 
motivation or laziness on the part of the child.  This misdiagnosis may occur 
because children find it difficult to describe their symptoms and the reasons 
for their behaviour (M.E./CFS Society of NSW n.d., p.1).   
 
 
Stephenson, a former New South Wales primary school principal, was very 
concerned about the lack of educational guidelines (Stephenson, M. 1998, pers. 
comm., 5 March).  Stephenson, with Hunter and Leggo of the Alison Hunter 
Memorial Foundation, wrote Clinical Management - Educational Guidelines - 
Understanding and Accommodating Myalgic Encephalopathy/Chronic Fatigue 
Syndrome (ME/CFS) (Stephenson, Hunter & Leggo 1999).   They maintain that 
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there is the need to address the issues of the alienation of ME/CFS children from 
educational institutions, investigation of the ‘dropout rates’, provision of flexible 
options and better acceptance of the needs of students with ME/CFS.  They 
recommend that schools should accept the knowledge of the student’s family about 
the condition.  
  
2.6.3 Disability Guidelines Used in Tertiary Education  
The disability guidelines used in Australian tertiary institutions have been written to 
enable the institutions meet their obligations under the Disability Discrimination 
Act (1992).  The accommodations contained in these guidelines are those which the 
institutions deemed to be appropriate to offer to students with a disability.  For 
students with disabilities which are well known in the community (for example 
visual, hearing, wheelchair use) the guidelines would seem to offer appropriate 
accommodations and adaptations to the learning environment.  When disabling 
conditions and needs are poorly understood by the institutions, the adaptations 
offered are often not appropriate (from the student user perspective).  In the case of 
ME/CFS, these guidelines do not give an accurate summary of the condition and 
ignore in particular the cognitive dysfunctions.  When a ME/CFS protocol is in 
existence a precedent for accommodations is applied, rather than examining as to 
whether this precedent is applicable to the variable symptoms of the individual 
student. 
 
• Reasonable Accommodations: Teaching College Students with Disabilities 
(1990) from the USA, has been edited by Lockhart (1993) and used as the basis 
for her booklet with the same name.  This revised document (Lockhart 1993) 
has been endorsed by four New South Wales universities.13  It is used by 
disability support officers at other New South Wales universities.  One-quarter 
of a page is devoted to ME/CFS under the heading ‘Teaching Students with 
Other Disabilities and Medical Conditions’ (p.22).   The content is short and 
basic; the major symptoms of physical and mental exhaustion, as well as 
                                                 
13 Macquarie University, The University of New South Wales, The University of Sydney and The 
University of Technology, Sydney. 
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intractable pain, are given equal importance with pallor and flushing which have 
no relevance to education and learning.  Other symptoms mentioned include ‘an 
inability to tolerate extremes of heat, light or sound, for example a noisy lecture 
room and a sensitivity to various agents and chemicals.’  ‘As a consequence of 
this illness, the student may feel a great sense of isolation and loneliness with a 
serious loss of self-confidence’ (Lockhart 1993, p.22). 
 
Lockhart has mentioned that students with the condition may relapse in health if 
they exceed the limits of physical and mental exertion but gives no explanation 
of what this means in reality.  There is no mention of how cognitive 
dysfunctions affect the academic progress of the student.  Lockhart (1993) does 
not mention assessments or examinations in the guidelines for Reasonable 
Accommodations.  There is no guidance given which could assist in resolution 
of problems; the suggestion is made that difficulties be discussed as they arise, 
and that ‘the student’s ability to cope will be assisted by such empathy’ 
(Lockhart 1993, p.22).   
 
• The National Board of Employment, Education and Training Guidelines for 
Disability Services in Higher Education (NBEET 1994) has defined ME/CFS in 
a way that emphasises fatigue and endeavours to cater for this symptom only.  
The presumption is made that fatigue causes impaired concentration.  NBEET 
(1994) does mention ME/CFS under related alternative assessment strategies 
and does mention functional difficulty.  
 
This is a relatively new condition which causes tiredness, headache and 
pain, muscular fatigue, general weakness, impaired concentration and 
lowered morale.  The condition may gradually improve but often relapses 
occur (NBEET 1994, p.69). 
 
Functional difficulty: impaired concentration due to fatigue …  
Functional difficulty; lower endurance for writing and/or reduced writing 
speed (NBEET 1994, pp.69-70). 
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These comments reflect the emphasis of Rowe et al. (1993) especially as they 
stressed fatigue and morale.  Morale was not shown to be a factor in the 
research of Friedberg et al. (2000) and Friedberg (2001). 
 
      Students are offered the alternatives of additional time, rest breaks, and split 
sessions on the same or successive days endeavouring to accommodate for 
fatigue.  These options do not take into account the research findings on the 
cognitive dysfunction (Bastien 1992; Prasher & Findley 1992) which predate 
the writing of the NBEET (1994) guidelines.  Research has shown that cognitive 
dysfunction gradually worsens the longer the duration of ME/CFS (Friedberg 
2001; Friedberg et al. 2000).   
 
• Disability resources such as Guidelines for Working Effectively with Students 
with Learning Disabilities (ANU 1994) and The Regional Disability Liaison 
Information Series (ANU n.d.a; n.d.b) do not mention the needs of ME/CFS 
students who have profound cognitive dysfunctions as found by Friedberg 
(1999).  No guidelines, specifically written to deal with learning difficulties, 
mention that the students with ME/CFS have learning disabilities and should be 
included in this category for learning accommodations. 
 
• In 1997 al-Mahmood solicited information on OzME14 to be used to provide 
background data for a new study guide for students with ME/CFS at the 
University of Melbourne (al-Mahmood et al. 1998).  This was an attempt to try 
and address some of the difficulties which are experienced by the students.  Due 
to cost constraints, the contents of the booklet, Towards Success in Tertiary 
Study with on going medical conditions, which was originally envisaged to be 
solely for students with ME/CFS, was merged into another general booklet for 
students with chronic conditions.  The content applicable to ME/CFS was 
considerably summarised, abbreviated and generalised to the extent that it now 
lacks applicability to students with ME/CFS.   
                                                 
14  See glossary. 
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This is not the only shortcoming as even the recommendations regarding 
learning would fail to assist ME/CFS students because it advocates that students 
use memory aids to assist recall.  Goldstein (1993; 1996) maintains that these 
memory aids do not assist the person with ME/CFS due to problems 
experienced with short-term memory encoding and fragile retrieval of 
information.  This booklet could have been a valuable resource if it had retained 
the original specific focus on ME/CFS.  
 
      The study guide (al-Mahmood et al. 1998) recommends that students refer their 
lecturers to the Australian National Universities web site of Lockhart (1993).  
All university disability officers in Australia, and Victorian TAFE disability 
liaison officers were sent copies of this new book (al-Mahmood, R.1998, pers. 
comm. 3 December).  
 
Guidelines which specifically mention ME/CFS have all reiterated that fatigue is 
the main consideration to be considered in ME/CFS:  
• Alternative Assessment for Students with Disabilities (Jordan & Rodgers n.d.); 
• The Regional Disability Liaison Unit Information Series, ‘10 Chronic illness 
and university’ (ANU n.d.a). 
• Inclusive practices For Students with Disabilities: a guide for academic staff 
(Lawrence 2000);  
• Reasonable Accommodations: Strategies for Teaching University Students with 
Disabilities (Lockhart 1993);  
• Guidelines for Disability Services in Higher Education Commissioned Report 
No.29 (NBEET 1994);  
• Towards Success in Tertiary Study with ongoing medical conditions (al-
Mahmood et al.1998); and, 
•  Bridging the Gap: Understanding the issues and needs of students and staff 
with Myalgic Encephalomyelitis / Chronic Fatigue Syndrome (ME/CFS) within 
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Tertiary Education: A NSW Regional Disability Liaison Officer Initiative 
(Mungovan & England 1998). 
 
All address accommodating for fatigue but not one addresses the need for 
accommodation for the cognitive dysfunctions and learning difficulties or other 
symptoms of the syndrome and only Lockhart (1993) mentions hyperacusis and 
environmental chemical sensitivities.  ‘11 Learning disability and university’ (ANU 
n.d.b) is not inclusive of students with ME/CFS. 
 
Extrapolations have been made from other areas of disability where persons who 
have not the experiential knowledge of the condition have endeavoured to 
accommodate these students.  The criteria applicable to other medical conditions, 
when applied to students with ME/CFS, have resulted in a rigid framework and 
protocols which do not address the needs of students with ME/CFS (Oberin 1998).  
When a ME/CFS protocol is in existence, a precedent is applied and 
accommodations which have been utilised by other students with ME/CFS are 
offered; there is neither assessment nor consideration given, to ascertain whether 
this protocol is appropriate in meeting the needs of the individual student.  
 
The difficulties with guidelines outlined above has led Australian students with 
ME/CFS, such as Beasley (1995; 2002), Tate (2000a; 2000b; 2000c) and Villis 
(1998) in South Australia, to write short articles containing their personal advice to 
tertiary and secondary students with ME/CFS.15  These are their personal attempts 
to try and redress the shortcomings in the information contained in the official 
disability guidelines used by the educational institutions and those that are issued by 
the ME/CFS Societies in Australia (Villis, S. 1998, pers. comm. 3 May; Beasley, L. 
2001, pers. comm.19 Feb.; and Tate, F. 2001, pers. comm. 21 Feb.).  None of these 
students are trained in the field of education. 
 
 
                                                 
15  Referred to in Chapter 1. 
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2.6.4 Conclusion on Australian Guidelines for Education 
I have grave concerns about whether the guidelines which are used in Australian 
tertiary institutions are meeting the needs of students with ME/CFS; the most 
disabling symptom of this condition, cognitive dysfunction, is either glossed over or 
not even mentioned.  There is no acknowledgment that medical and scientific 
research has found that ME/CFS is a learning disability.   
 
Are the needs of students with ME/CFS being met in a manner which satisfies the 
requirements of the Disability Discrimination Act (1992)? 
 
2.7 Regulations and Indirect Discrimination 
 
This is a very brief exploration of three admission schemes, attendance 
requirements and financial considerations for tertiary students.  I have weighed the 
symptoms and impact of ME/CFS against rules and regulations to ascertain how the 
students with ME/CFS are having their needs met.  
 
2.7.1 Equity Access 
The University of Melbourne Targeted Access Program (UMTAP 1998) aims to 
assist under-represented groups on campus.  It includes those who have had an 
ongoing disability or long term illness while at secondary school as well as students 
who have experienced difficulties over a number of years that affected their 
schooling (UMTAP 1998, p.3).  If an illness, such as ME/CFS, begins in the final 
year of secondary schooling students would not meet the eligibility criteria.    
Students, who have previously been enrolled at any time in a university degree/ 
diploma, are not covered under this scheme as there is no consideration given to 
changed aspirations or abilities due to new disability or health limitations.   
The first part requests the prospective student to state the nature of their long term 
problem(s) which has affected their schooling or their ability to return to study.  The 
second part asks the student to give reasons why they believe they would be 
successful at university and why their prior difficulties will not affect the successful 
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completion of a university degree (UMTAP 1998 Application form, p.3).  No 
student with ME/CFS can give such a guarantee.  This Targeted Access Program is 
thus not available to persons with chronic illnesses, such as ME/CFS, which have a 
fluctuating aetiology and uncertain prognosis of relapse/remission for many years.  
 
The final warning on the Targeted Access Program application is that the applicant 
agrees that their enrolment may be terminated at any time if they have 
misrepresented their circumstances (UMTAP 1998).  If a ME/CFS student should 
gain admission under this scheme there would be the stress of knowing, in the event 
of a relapse, they will be put out of their course rather than being able to defer or 
receive special consideration.  Even a student completing their final subject could 
have their enrolment cancelled, without provision of redress, according to the 
application form.  I questioned the university administrators about this, and they 
assured me that this would not happen in practice.  The students would have to rely 
on the goodwill of the university officer to continue in their course.  There are no 
guarantees of compassionate outcomes and the stress of worrying about the result of 
this type of negotiation could exacerbate further relapse of the ME/CFS.  The 
conclusion is that students with ME/CFS are unable to meet the requirements of this 
Targeted Access Program. 
 
Targeted Access Program (UMTAP 1998) students are to be considered for Equity 
Scholarships, but through the very exclusions and guarantees required, the ME/CFS 
students would be excluded from consideration.  The reality is that students with 
ME/CFS are ineligible for equity schemes, equal access and certain Equity 
Scholarships which other students, whether fit or disabled, are able to access.  It 
would seem that indirect discrimination (DDA 1992, Section 6) under this scheme 
would be experienced by students with ME/CFS. 
 
The universities of New South Wales have Educational Access Schemes (UAC 
1999) which purport to be equity schemes but it is unclear exactly how these would 
operate for the student with ME/CFS.  The application form for the 1999 Education 
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Access Schemes commences with personal details.  The declaration part 3 reads 
that ‘I understand that UAC and the participating universities have the right to vary 
an application or enrolment made on the basis of untrue or incomplete information 
from any source’.  The second page, which covers personal information, seems 
reasonable.  Students with personal illness/ disability require a medical statement 
that even asks how many visits have been made to the doctor for the condition in 
the past two years and also any medication.  The scheme is inclusive of severe long-
term or recurrent medical conditions and/or treatments and has the proviso of 
varying or cancelling an application or enrolment made on untrue or incomplete 
information from any source.  The person’s doctor is asked to comment on other 
ways in which the applicant’s disability may affect his/her ability to study.  This is 
highly subjective; firstly, because ME/CFS is a controversial illness and another 
doctor could say exactly the opposite; secondly, a fluctuating illness such as 
ME/CFS makes it very difficult for medical practitioners to make a reliable health 
assessment; and thirdly, such an assessment of educational learning outcomes lies 
outside the area of expertise and training of a medical practitioner.  Doubt is cast on 
eligibility, rather than exclusion, for those who wish to access this scheme.  
 
A Victorian country Institute of TAFE application form for admission (for courses 
not requiring VTAC admission) has special entry criterion for students who are a 
part of the ‘Negotiated Targets Policy’ (SIT 1999).  Disability is included as a part 
of the ‘Negotiated Targets Policy’ but no further information is provided.  This 
TAFE institution has three campuses yet this information is only available over the 
telephone from the geographically distant main campus. 
 
2.7.2 Attendance Requirements 
Compulsory attendance requirements for practical, field and laboratory work are 
areas of difficulty in both university and TAFE courses.  There is no mention of 
negotiability for students with fluctuating health (SIT 1999).  Similar practical work 
requirements are required in university courses such as Social Work.  My inquiry at 
another university elicited the response that, if the student is unable to carry out the 
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practical full-time work requirement, they will not be able to be registered to 
practise in that profession.  These requirements, unless adaptations are able to be 
made, are certainly barriers for students with ME/CFS enrolling or completing these 
courses. 
 
2.7.3 Financial Considerations 
There are a number of areas where difficulties are experienced particularly in 
relation to government regulations and student funding: 
• The Higher Education Contribution Scheme (HECS 2000) regulations create 
difficulties for the student with a chronic illness disability.  The HECS brochure 
that is distributed to all students does not mention illness in the index.  A very ill 
student, with visual and cognitive dysfunctions, is left trying to read every word 
endeavouring to find out what happens if they withdraw.  
• Withdrawal from HECS liability late in the semester is very difficult to obtain 
and could mean a second HECS fee for the subject when it is attempted a 
second time.  There is no provision for a student to withdraw from one semester 
and recommence the subject where they left off when the subject is next offered 
thereby incurring only one HECS debt for that subject.  The lack of such a 
provision means that for students with chronic fluctuating illnesses, such as 
ME/CFS, their HECS debt becomes much larger than the debt of well students 
for the equivalent degree.   
• The HECS booklet (HECS 2000) mentions becoming seriously ill and has the 
provision for the student to apply to have the debt reduced or removed but the 
provisions remains very complicated with further forms and information to be 
obtained with further applications and even appeals to the Administrative 
Appeals Tribunal (AAT) may be necessary.  These procedures are all 
sufficiently stressful to exacerbate a ME/CFS relapse still further.   
• The Pensioner Education Supplement (PES) is not available to students 
studying beyond the academic level of honours.  Most graduate diplomas in 
Australian universities require fees to be paid at the commencement of each unit 
of the course.  Coupled with the automatic loss of the Pensioner Education 
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Supplement this means that there are few disabled students enrolling in graduate 
diplomas and coursework masters’ degrees.  Some students have to limit their 
studies to only one subject at a time because of the financial cost of ‘up-front 
fees’.  For students with a disability there is the practical and ethical issue of 
borrowing for fees when they cannot foresee the future repayment of the loan.  
It is likely that ME/CFS students, having a condition which is stigmatised, and 
often equated to ‘malingering’ in the eyes of the public, could be reluctant to 
apply as they try to counteract public perceptions.   
 
This short review leads me to question whether students with ME/CFS experience 
particular difficulties with institutional and government rules and regulations.  
 
Do some rules or regulations constitute Direct or Indirect Discrimination when 
applied to students with ME/CFS? 
 
2.8 Australian Education Surveys 
 
In the previous section various rules, regulations, admission schemes of both 
academic institutions and government departments were discussed, and how they 
impinge upon the student with a chronic illness such as ME/CFS.  This section 
contains a brief summary of three surveys in the area of education which have been 
undertaken in Australia including students with ME/CFS or chronic illness.   
 
2.8.1 ‘Just a Lazy Teenager’ 
Lesley-Anne Elbourne, aged sixteen years, conducted a survey as a part of her 
participation in the National Youth Round Table, 2001.  She states that her survey 
Just A Lazy Teenager is about ‘difficulties in educational institutions, accessing 
services and [young people] finding out about their entitlements because they have 
a chronic illness’ (Elbourne 2001, p.1).  Her participants were aged twelve to 
twenty-five years of age.  Although she says that 98% of her respondents had 
ME/CFS or Post Viral Fatigue Syndrome, there was nowhere on her questionnaire 
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where the specific chronic illness could be identified.  I am therefore unsure if this 
survey can be considered as a survey of students with ME/CFS. 
 
2.8.2 ‘Disability Discrimination in Schools’ 
Disability Discrimination in Schools was a survey of the National Children’s and 
Youth Law Centre and was undertaken by Flynn (1997).  It is a broad survey 
covering students with a range of disabilities.  The data for this research were 
provided by the parents and children.  Flynn did not presume to know the answers, 
and consultation was used with multiple research methods for data gathering such 
as phone-ins and English language questionnaires.  The analysis results were 
subdivided into sections applicable to each area of disability. 
 
Flynn found that children with ME/CFS attending schools were in an unsupportive 
and discriminatory environment.  She has made the following comment regarding 
ME/CFS in her report: 
 
As with some other disabilities, it was reported that there is a denial that it 
exists, with students often being accused of laziness and lack of will to 
apply themselves or make an effort.  Parents and students reject those 
accusations and seek suitable adjustments.  When those adjustments have 
not been made, students with CFS have had to leave school and try to 
continue their education at home (Flynn 1997, p.35). 
 
Flynn also noted the lack of accommodation for the environmental chemical   
sensitivity which is a common symptom found in ME/CFS.16  
 
Students with chemical sensitivities often have limited subject choices.   
One adjustment [requested] by these students is that the school staff not use 
whiteboard pens, whiteboard cleaning fluids or other strong smelling 
cleaning products in the classroom.  According to parents, schools have 
found it very difficult to accommodate these requests, forcing some students 
out of school as a result. 
 
                                                 
16 Crumpler (1994, pp.91-104) also draws attention to schools and chemicals and the lack of  
   provision made for students with chemical sensitivities and Samways (1989, p.157) made 
accommodation suggestions for teachers of these students. 
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These are serious findings by Flynn and clearly indicate that school students with 
ME/CFS are not achieving equity within the classroom.   
 
Are tertiary students with ME/CFS receiving equal opportunities from their tertiary 
education institutions? 
 
2.8.3 ‘Bridging the Gap’ 
Mungovan and England (1998) Bridging the Gap: Understanding the issues and 
needs of students and staff with Myalgic Encephalomyelitis/ Chronic Fatigue 
Syndrome (ME/CFS) with tertiary education.  This is a survey that was carried out 
by the New South Wales Regional Disability Officers in cooperation with the 
ME/CFS Society of New South Wales.  Although the Disability Discrimination Act 
(1992) covers all disabled students, it had become apparent that the needs of 
students with ME/CFS were not being met.  
 
The need for this project was determined by three factors.  The first was the 
concern expressed by Disability Advisers at meetings with the Regional 
Disability Liaison Officers that the inadequate level of information related 
to ME/CFS made the accommodation of students within tertiary education 
very difficult and perplexing.  This lack of information, combined with the 
varying nature of the illness [sic], and the often discriminatory attitudes 
directed toward a person with ME/CFS were further problems for the 
Disability Adviser when acting as advocate or promoting an equitable 
culture (Mungovan & England 1998, pp.1-2). 
 
Over two-thirds of all students (64: 67.3%) has to make changes to their 
study plans after enrolment because of illness, with many repeating or 
deferring course subjects.  Nearly a third of these completely withdrew from 
their course saying that this was because of ME/CFS. … Making study 
pattern changes was stressful as many teaching staff reacted negatively 
towards students who could not perform to assessment criteria.  For many 
students the terms ‘malingerer’ and ‘bludger’ were part of their experiences 
as students with ME/CFS and of their decision to change their study plans 
(Mungovan & England 1998, p.9). 
 
 
In 1998 the questionnaire for this survey was circulated to tertiary students in New 
South Wales.  The ME/CFS Society of New South Wales assisted with this survey 
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and also provided funding.  I was one of the persons who completed the survey for 
this research.  There was no validation that the participants in this survey actually 
did have ME/CFS or been diagnosed by a member of the medical profession or that 
they met a research definition for the condition.   
 
The intention of this survey to assist with understanding of students with ME/CFS 
was commendable but there would seem to be inherent difficulties with the results:   
• At one of the largest universities for distance education enrolments, off-campus 
students with ME/CFS (who are generally the students with the more severe 
form of the condition), were not notified or received a copy of the questionnaire. 
(This was reported to me by the local ME/CFS Support Group in the town 
where this university is located.)   
• The questionnaire was distributed during a university vacation when few 
students were on campus. (Information from the same source as above.) 
• A statistician collated the questionnaire and when the symptoms of ME/CFS 
were listed they were not grouped.  This resulted in fatigue appearing as the 
most common feature as there were a variety of names given to the symptoms 
of cognitive dysfunction, such as memory problems and concentration.  Due to 
the variety of names used less importance was given to the cognitive 
dysfunctions.  A ranking of symptoms according to the severity of the effects on 
education would have produced a valuable resource.   
 
This questionnaire for ME/CFS students focussed on fatigue as the main area of 
concern and also made the presumption that longer time for examination was an 
appropriate accommodation for ME/CFS tertiary students.  Mungovan and England, 
in the formatting of their survey questionnaire, seem to have assumed that the 
accommodations provided by the Disability Liaison Officers were adequate to meet 
the needs of students with ME/CFS.  Their survey listed the present 
accommodations which are available through the Disability Liaison Offices of the 
universities of New South Wales.  The participants were asked to tick a box if they 
had accessed the various accommodations offered.  From this question, Mungovan 
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and England found that two-thirds of their participants had accessed disability 
support services. ‘Respondents also indicated that they did not believe that services 
available would in fact help students with ME/CFS’ (Mungovan & England 1998, 
p.13).  They did not elaborate on this comment and as the survey was intended to 
provide a resource for future accommodations for students with ME/CFS it is 
surprising that no further explanation was offered.   
 
Mungovan and England (1998, p.25) concluded that ‘The lack of medical 
recognition, the paltry literature and the prevailing mythology determines a bleak 
outcome for those with ME/CFS who attempt tertiary education.’   
 
Would equity for students with ME/CFS be attained if guidelines addressing the 
impact of the full spectrum of ME/CFS on tertiary students were created and 
adhered to?  
 
The surveys have not addressed the lived experience of being a tertiary student with 
ME/CFS in Australia from the student perspective.  No-one has wanted to hear 
what the lived experience is really like from a person whose life is circumscribed by 
being a tertiary student with ME/CFS.  There is the need to ask the question:  
 
What is the lived experience for students with ME/CFS?  
 
2.9 Research Questions 
 
My specific research questions arising out of this review of the related literature are 
as follows. 
 
• What impact on the educational experiences of tertiary students with ME/CFS 
arises from their medical condition being so poorly understood? 
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• Does the lack of medical and community acceptance impact on the lives and 
study-experiences of tertiary students with ME/CFS? 
 
• From the student perspective, which symptoms of ME/CFS are considered to 
cause the greatest difficulties in the tertiary education setting? 
 
• Are the needs of students with ME/CFS, especially the learning disability and 
cognitive dysfunction, being met in a manner which satisfies the requirements of 
the Disability Discrimination Act (1992)? 
 
• Would equity for students with ME/CFS be attained if guidelines addressing the 
impact of the full spectrum of ME/CFS on tertiary students were created and 
adhered to?  
 
• Do some rules or regulations constitute Direct or Indirect Discrimination when 
applied to students with ME/CFS? 
 
• Are tertiary students with ME/CFS receiving equal opportunities from their 
tertiary education institutions?  
 
 
 
 
 
 
Inquiries into this key question are expected to shed light on the other questions 
cited above and also reveal issues of human rights and equity.  This research will 
therefore strive to uncover the lived experience of tertiary students with ME/CFS. 
 
 
 
Key question: 
• What is the lived experience of tertiary students with ME/CFS in 
Australia? 
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2.10 Summary 
 
This chapter has briefly addressed the social constructions of ME/CFS as a newer 
predominantly female contested medical condition.  Examples revealing the 
controversy and the lack of acceptance of ME/CFS by the community were 
examined.  This has served to indicate the public perceptions of those with 
ME/CFS.   
 
Some education issues for school students with ME/CFS have been explored in the 
United Kingdom, United States of America and Canada as well as in Australia.  The 
guidelines which have been written to meet the special educational needs of 
students with ME/CFS have been surveyed.  These have been searched for 
appropriateness in meeting the needs of tertiary students with ME/CFS.   Some 
aspects of the rules and regulations of both tertiary institutions and government 
have been viewed from the perspective of the student with ME/CFS and the 
Disability Discrimination Act (1992).  Three Australian surveys containing students 
with ME/CFS in the field of education were analysed.  Shortcomings of these 
surveys in addressing the lived experience of being a tertiary student with ME/CFS 
in Australia from the student perspective were identified.   
 
From the issues raised in this chapter has evolved the research questions 
culminating in the key question which asks: What is the lived experience of tertiary 
students with ME/CFS?   The next chapter will seek an appropriate methodology for 
the research to explore these questions. 
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      Chapter 3 
 
 Journey through Methodological Issues 
 
3.1 Introduction 
 
In the previous chapter the literature that impacts on the tertiary student with 
ME/CFS was reflected upon and the key question for this research was decided: 
What is the lived experience of tertiary students with ME/CFS?   This chapter 
searches the various methodologies and methods available, seeking an appropriate 
methodology for this study to explore the experiences of these students. The various 
research methodologies, which could bear upon the goal of this research, are now 
explored and weighed against what we already know about ME/CFS.  The physical 
limitations of ME/CFS on the choice of various methodologies will be examined, 
which will in turn inform the choice of an appropriate method of data gathering.   
 
3.2 Searching for a Methodology 
 
This research is seeking to understand the lived experience of the tertiary student 
participants with ME/CFS, through their written stories of events, happenings and 
activities.  After deciding upon the research area, the search for a methodology that 
would illuminate these issues became of paramount importance.  Issues pertaining 
to methodology, dimensions, directions and implementation confronted me in my 
research area of ME/CFS and tertiary education and in turn circumscribed the 
scope, extent and research focus.  
 
The relationship between the method of research itself and the sought outcomes of 
the research revolves around methodology which is inherently political (Robottom 
& Hart 1995; Willis 1993).  The consensus is that the focus on objectivist issues of 
reliability, validity and generalising has tended in the past to obscure the political 
aspects of the substantive issues under study.  Quantz (1992, p.470) has summed 
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this up by saying that ‘research is never without interest; all forms of research 
impose values.  Critical thought rejects the division of knowledge and interest as 
artificial and disingenuous.’  
 
 Not only have I to consider the methodological basis for this research, I also have 
to address the limitations which the medical condition itself imposes on the 
selection of an appropriate research method, both for me as a researcher-with-the-
condition, and for the research participants who also experience the condition.   
 
3.3 Circumscribing of Methodology by ME/CFS 
 
Consideration of medical limitations is not usual in educational research.  It is not 
simple to arrive at an appropriate methodology and method for research which will 
encompass the disabling condition of the research participants.  The medical 
condition and physical status of the research participants impacts on the gathering 
of the research data and the data analysis.   
 
There are cross currents and tensions which are created by the physical limitations 
of the medical condition and the desired outcomes of the research.  Certain research 
methods seem to be ideal but as the physical capabilities of the participants would 
impose limitations, the advantages of these methods would be found to be an 
inappropriate choice.  
 
The people investigated by the study also play a significant part in the 
selection and this … can be quite significant … the nature of the people one 
is interested in studying should help decide rather than simply one’s 
personal philosophical preferences (Kellehear 1993b, p.136). 
 
The circumscribing by the ME/CFS condition will affect the research outcomes and 
findings.  This is the exploration and search for a method which will be appropriate 
both for the research participants, and the desired outcomes of the research. 
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3.4 Exploration of an Interpretive Approach 
 
There is the need to gather research data which can reveal a wide perspective of the 
participants’ experiences.  An exploratory research design is necessary as problem 
discovery and recognition of the issues have never formerly been understood nor 
comprehended by ‘exploring a concept in depth in as loose and as free ranging a 
way as possible to arrive at a description of an experience or its meaning’ (Brink 
1989, p.141).  The qualitative research needs to be ‘directed toward discovering and 
uncovering new insights, meanings, and understandings’ (Munhall 1989, p.163).    
As such it is empirical research which is, according to Kellehear (1993a, p.11), 
‘research based on first-hand experience.’   
 
‘Interpretive research sees education as a historical process and as lived experience 
for those involved in educational processes and institutions’ (Kemmis 1988, p.48).  
Mousley and Kortman (1998, p.44) have summed interpretive research as referring 
‘to taking a widespread perspective, aiming to understand the motives behind 
human action, and studying individuals in their entirety and in proper contexts’ and 
have pointed to ‘ethnographic studies, historical inquiry, and evaluation’ as being 
examples of these research actions.  Through this detailed examination and 
interpretation there may be an even deeper level of understanding obtained in 
respect of these students, as the events, happenings and activities are analysed in 
their political, historical and cultural contexts. 
 
This led me to considerations of qualitative research with an interpretive emphasis.  
I now review case study, ethnography, narrative and autobiography, action research, 
critical research and critical ethnography, in the light of what we know about 
ME/CFS, to ascertain their strengths and weaknesses. 
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3.4.1 Case Study 
This research is seeking stories from the participants and these anecdotes would 
equate to the idea of case study instances (MacDonald & Walker 1975).  Case study 
methodology involves an interpretive and eclectic approach, and has been described 
as moving between the general and the particular (Adelman, Jenkins & Kemmis 
1976).  Walker (1980), who has defined case study as the examination of an 
instance in action, such as the study of particular events and actions, says the reason 
usually given for the selection of case study research is that it gives insight into 
specific occurrences.  
 
The study of particular incidents and events, and the selective collection of 
information on biography, personality, intentions and values, all of which 
allows the case study worker to capture and portray the elements of a 
situation that give it meaning (Walker 1980, p.4). 
 
Whilst many methods of data gathering may be employed in case study, they are 
always investigative of an instance or event which in turn may be used to create 
understanding.  
 
The adoption of in-depth case study research would be limited to fewer students and 
paradoxically this could curtail the discovery of the very diversity and wide range 
of the educational experiences.  Stenhouse (1978, p.3) draws to our attention that 
‘logically all cases are unique and to regard a case as an instance of a class is a 
theoretical step.’  Although a key element of case study may be long term 
involvement of the researcher in the area of inquiry (Walker 1980) many 
participants could be too ill to continue with in-depth case study, even being forced 
to withdraw from the research process prematurely if they experience a relapse.  
Given the fluctuating and unpredictable nature of ME/CFS, this research could be 
jeopardised if it was limited to in-depth case study.  
 
The positives of case study are that it will reveal the lived experiences, has an 
individual focus and the amount of the personal detail which could be generated by 
this methodology may be insightful.  The negatives for this research include the 
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large distances to access the participants by the geographically isolated researcher, a 
wide variety of experiences may not be revealed due to very few participants and 
the physical difficulties of interviewing very ill participants.  
 
This research will retain the central core of case study as defined above by Walker 
(1980).  As case studies may proceed with ethnographic observation or interviews, 
which may be structured or unstructured, so this leads to an investigation of 
ethnography (Gitlin, Siegel & Boru 1989; Merriam 1988).  
 
3.4.2 Ethnography 
Ethnography is concerned with observation of a small number of people and uses 
interpretive approaches.  Many have endeavoured to define ethnography:  
 
• [Ethnography encompasses a] series of interpretations of life, common-
sense understanding, which are difficult to separate from each other 
[and] to depict the new understandings for the reader and for outsiders 
(Bogdan & Biklen 1982, p.36). 
 
• Ethnography is the science of cultural description.  … [The] goal is to 
discover how each of these people define their world, how they routinely 
behave in everyday life, and how they make sense out of experience 
(Spradley 1977, p.13).   
 
• Descriptive ethnography sets out to identify the social complexities that 
lie near the surface of society.  Ethnographic analysis moves deeper 
when the researcher wants to explain aspects of social patterns or 
observed conduct (Field & Morse 1985, p.22).  
 
Ethnography seeks to explain and understand the insider’s perspective of life which 
is compatible with the desired research outcomes.  There is flexibility in 
ethnography as participants will volunteer to take part in the research and research 
is participant led.  ‘It is not they [the researcher] who decide what persons or events 
to use as sources of data; such decisions are practically made for them when certain 
individuals volunteer their help’ (Honigmann 1982, p.79).  
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Ethnography empathises with the research aims of ascertaining the ME/CFS student 
experiences through providing the insider perspective, but also promotes 
observation as the means of obtaining the information.  ‘Through a painstaking 
process of participant observation, one slowly comes to apprehend the insider’s 
view of life and records it in a cultural description’ (Spradley 1977, p.13).  
  
In ethnography the researcher participates in some part in the normal life of 
the group and uses what he or she learns from that participation to produce 
research findings.  It is often treated as being equivalent to participant 
observation. … Participation in a group provides investigators with an 
understanding of the culture and the interactions between the members that 
is different from that which can be obtained from merely observing or 
conducting a questionnaire survey or an analysis of documents.  The 
investigators’ involvement … through their direct experience in it … 
provide them with tacit knowledge which helps them to understand the 
significance to the group members of their own behaviour and that of others 
and enables them to integrate their observations about that behaviour with 
information obtained from other sources such as interviews with informants 
and documentary material (Taft 1988, p.59). 
 
Taft has advocated that a researcher’s involvement will mean that there will be the 
acquisition of ‘insider’ knowledge and ‘the role of the participant observer has 
some advantages as a viewing point over that of the participant who plays the 
additional role of observer’ (Taft 1988, p.60). 
 
Kellehear (1993a, p.vii) promotes research into listening and watching as being an 
appropriate methodology as it can occur without ‘disturbing the activity’ of the 
participants through being unobtrusive.  ‘Unobtrusive measures tend to assess the 
actual behaviour as opposed to self-reported behaviour’ (Kellehear 1993a, p.5).  
When this view is juxtraposed with ME/CFS it is apparent that this perspective is 
not appropriate for this research.  Observation in chronic illness research would not 
allow the researcher to understand fully the nuances and lived experiences of the 
participants.  The public effort made in endeavouring to perform may be seen and 
observed, but the very nature of ME/CFS as an invisible disability is not seen; pain, 
the effects of environmental chemicals on physical and mental function, and the 
total collapse physically at the end of the day which could become a long term 
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relapse.  Ethnographic observation, where it is narrowly constructed mainly as an 
observational technique, is not considered an appropriate method to use as it could 
not reveal the lived experiences of ME/CFS students and former students on many 
campuses and the effects of an invisible illness.  
 
Rather than considering a research field limited in size through the need for 
physical observation, the cultural field may be broadened to contain participants 
from large and diverse geographical areas.  In this research this would mean that a 
number of institutions may be represented.  If the field of research is considered 
broadly, the research may become national in ambit considering the ME/CFS 
student culture throughout Australia. 
 
The ‘culture’ of the lived experience can be explored through the ‘thick description’ 
that is contained in ethnography (Bogdan & Biklen 1982).  Ethnography allows for 
the ‘insider researcher’ who may have insights into the culture/field of the research.  
The researcher-with-the-condition has empathy which does not have to be learnt nor 
acquired.  Being participant led the preconceptions of the researcher will not be 
limiting factors in the generation of the data.  Ethnography also offers positive 
strengths at the epistemological level of recognising and respecting the importance 
of the subjective interpretative categories of self-reported lived experiences.  
 
[The ethnographic approach] challenges, the tacit assumption … that 
various participants all share the same perspective. … The ethnographic 
approach may at first appear to make such problems … more complex rather 
than less… [and] ethnographic studies… can provide …another perspective, 
the insider’s perspective  (Spradley 1977, p.15). 
 
Ethnography through the collection of large amounts of information, and the 
checking for validity has much to offer this research. 
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The most important issues in the use of ethnography as a source of 
information for the solution of social problems are perspective and accuracy. 
… Accurate information on social problem groups and the larger systems 
within which they interact are crucial to realistic change.  Advocacy on 
behalf of social change is the final and perhaps most important step in the 
use of ethnography (James 1977, p.198). 
 
James has foreshadowed that in investigating social problem groups a more critical 
approach will be required, and this will lead to weighing the needs of this research 
against critical theory.  Alternatives to field observation are problematic.   Similar 
weaknesses emerge in the gathering of data through physical interviewing as 
occurred when case study research with ill people was considered.  An alternative 
method of data gathering would enable the research to proceed down an 
ethnographic pathway and this leads to the investigation of narrative and 
autobiography. 
 
3.4.3 Narrative and Autobiography 
‘Narratives and stories are the tools practitioners frequently use to make sense of 
experience and organize it into a body of practical knowledge’, according to 
Gudmunsdottir (1995, p.35).  She states ‘Story and narrative… are taken to refer to 
the same thing: accounts of action’ and she adds that ‘A narrative has two parts: 
story and discourse.  The story includes … the content of a narrative.  The discourse 
is the telling … of the story’ (Gudmunsdottir 1995, pp.24-5).   
 
The use of narrative methodology results in unique and rich data that cannot 
be obtained from experiments, questionnaires, or observations. … This 
advantage of the narrative study also generates its main quandaries, which 
stem from the quantities of accumulating material on one hand, and the 
interpretive nature of the work on the other (Lieblich, Tuval-Mashiach & 
Zilber 1998, p.9). 
 
This aligns narrative methodology closely to ethnography as much research 
material may be generated.  Narrative can also generate understanding and 
‘Narrative approaches to understanding bring the researcher more closely into the 
investigative process than do quantitative and statistical methods’ (Josselson & 
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Lieblich 1995, p.ix).  Stenhouse (1981, p.11) says ‘written reminiscences… must be 
criticised bearing in mind that the researcher is the primary audience in the 
consciousness of the writer, with all that may imply.’   
 
Narrative and autobiography are strategies to disclose educational experiences 
through critical reflection.  
 
Autobiography, as self-narrative, becomes a method of reflecting on the self 
in lived experience. … This is not just a matter of writing down one’s 
educational experiences, though this is part of the process.  Rather the 
benefit consists in the critical reflection on those experiences to understand 
what principles and patterns have been at work in one’s educational life.  
Experiences are reclaimed through reflection. The act of producing a 
narrative text transforms and externalises the experience giving writers the 
opportunity to distance themselves from the experience in order to analyze it 
(Cortazzi 1993, pp.12-13). 
 
Beattie (1995, p.146) has emphasised the importance of the participants’ frame of 
reference, and seeing the world from this perspective: walking in the participants’ 
shoes, perceiving their world view, their interpretations of their situation, and the 
meaning of their life.   
 
The process of working through our differences and of moving toward 
shared understandings lie in interaction and in the reciprocal telling and 
valuing of our own and each other’s stories. … The sounds of dialogue, 
debate, and discussion, and of conflict, controversy, and conversation are 
the sounds of the interaction of narratives, of lives meeting lives, and of 
making new relations, new principles, and new meanings of self and for 
others. … Through narrative inquiry where our individual narratives 
interact, we collaborate in the telling and retelling of stories of the past and 
in the co-creation of stories for the present and the future (Beattie 1995, 
p.146). 
 
This is consistent with the aim of this research: to understand the lived reality of the 
tertiary student with ME/CFS.   
  
The advantages of narrative and autobiography as a methodology for this research 
are that the participants lead the research and construct the stories, rather than the 
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researcher. The participants, in writing their own stories, are able to place their own 
constructions on their experiences. Themes, essences and inter-relationships may 
therefore emerge through the participants’ writing of their lived experiences.  
Barone (1992, p.142) says that stories ‘must tend to generate in the reader 
awareness of the locations of … the web of contingencies that constitute their life-
worlds’. There is the possibility that the critical reflection, to which Cortazzi has 
referred, would place the story within a historical context.  Although the narrative 
could be constructed by the researcher through the interviewing of the participants 
who tell their own story, this procedure is not necessary with autobiographical 
writing.  Gough (1996) believes that the use of written experiences of lived reality, 
through the use of narrative inquiry, may be emancipating.   
 
3.4.4 Action Research 
Action research has a different emphasis from the three previous research 
methodologies, moving away from a purely interpretive perspective towards a 
critical stance.  The status quo of the educational systems perpetuates social 
inequality and draws attention to two research methods which could bring about 
change in such systems: firstly one of interpretive understanding which would 
guide decisions of how to act in a hostile environment, and secondly the 
development of participatory educational action research (Kemmis & McTaggart 
1993).   
 
[Action research is] a form of self-reflective enquiry undertaken by 
participants in social (including educational) situations in order to improve 
the rationality and justice of (a) their own social or educational practices, (b) 
their understanding of these practices, and (c) the situations in which the 
practices are carried out.  It is most rationally empowering when undertaken 
by participants collaborating though it is often undertaken by individuals, 
and sometimes in cooperation with ‘outsiders’. …  It is argued that action 
research is distinguished not by techniques but in terms of method (Kemmis 
1988, p.42). 
 
Lewin outlined action research as a procedure comprising a ‘spiral of steps’, each of 
which consists of ‘planning, action, observation and the reflecting on the result of 
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the action’ (Lewin 1946 & 1952, cited in McTaggart 1993a, p.21). This is not so 
much a program but is based upon a new awareness of the participants who learn 
and change through their experiences.  McTaggart (1993b, pp.66-67) has elaborated 
on action research, defining the processes in the following manner:  
The process begins with a general idea of some kind of improvement or 
change is desirable. … a group identifies an area where members perceive a 
cluster of problems of mutual concern and consequence.  The group decides 
to work together on a ‘thematic concern’, but to change things they must 
confront the culture of the institution (or programme) they work in (Kemmis 
& McTaggart, 1988, McTaggart, 1991).  … Put simply, action research is 
the way groups of people can organize the conditions under which they can 
learn from their own experience, and make this experience accessible to 
others. … it is about knowledge production and about the improvement of 
practice in social committed groups. … A distinctive feature of participatory 
action research is that those affected by planned changes have the primary 
responsibility for deciding on courses of critically informed action which 
seem likely to lead to improvement, and for evaluating the results of 
strategies tried out in practice (Kemmis & McTaggart 1988, McTaggart 
1991; cited in McTaggart 1993b, pp.66-67). 
 
There must be thorough documentation of the experiences of the participants, which 
also includes the social structure within which these experiences are located, so the 
researcher will endeavour to understand the stories and events through the eyes of 
the participants (Carr and Kemmis 1986; McTaggart 1996).  
 
Action research is ‘different from traditional empirical-analytic and interpretive 
research in both its dynamism and its continuity with an emergent practice’ 
(McTaggart 1993a, p.22).  Thus the participants are able to act in different ways 
through their learned developmental experiences.  ‘Participatory action research is 
concerned simultaneously with changing individuals, on the one hand, and, on the 
other, the culture of the groups, institutions and societies to which they belong’ 
(McTaggart 1993b, p.68).   
 
Interpretive research sees education as a historical process and as lived 
experience for those involved in educational processes and institutions. … 
Critical social scientific research, including emancipatory action research, 
views education as an historical and ideological process.  Its form of 
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reasoning is practical (like that of interpretive research) but also critical: it is 
shaped by the emancipatory intent to transform educational organizations 
and practices to achieve rationality and social justice (Kemmis 1988, p.48). 
 
Conceptually action research is capable of addressing the equity issues of this 
research, especially given the social and political context of ME/CFS yet the 
chronic nature of ME/CFS would negate the collaborative, action-based elements of 
action research methodology.  
 
The critical element of action research has relevance in this research however 
practical obstacles prevent the authentic adoption of this methodology.  Physical 
difficulties would be encountered due to the variable fluctuating nature of the 
ME/CFS illness experience.  There could be a considerable rate of withdrawal as 
many may become too ill to participate in the on-going collaboration of the research 
project.  There could be a lack of continuity of student enrolments (caused by 
medical relapses) thus obscuring the changes which would be demonstrable from 
action research procedures.  Other difficulties include the disparate distribution of 
the participants throughout Australia which, in turn, mitigates against the 
collaborative nature of action research, although there is the possibility that the 
innovative and novel use of ME/CFS ‘listservs’ could be used for collaboration.  
 
The iterative and reflective nature of action research (that is the practice of 
returning to participants for further comment and clarification) is a powerful 
research tool and this aspect is worthy of retention in this research.  The critical 
appraisal element of action research is also important, given the political nature of 
the condition and its construction in educational settings.  
 
 
 
 
 
 
 76
3.4.5 Elements of a Critical Perspective  
The dilemma of credibility and stigmatisation in endeavouring to negotiate would 
have an effect in positioning the analysis of this research within the critical 
paradigm, where the emphasis is on recognition of power relationships and on the 
emancipation of participants from the constraints of these power relationships  
(Fay 1987).  
  
Critical theory… isn’t just a methodology, it’s also a social theory. … It’s 
… not just about a way of viewing the world, just about a sort of paradigm 
as it were, it’s also connected up with a perspective of social science and a 
view about the substance of a social theory - education as social 
reproduction, …education as social transformation, education as fitting into 
the construction and reconstruction and changes of cultures and ideologies 
(Kemmis 1998, p.63). 
 
Crotty (1998, p.156) says that for Freire ‘the problems are considered challenges to 
intervene in the reality of their situation and transform it’.   When this ideal is 
placed beside the chronic illness experience a different situation would arise as 
physical illness itself cannot be transformed but only the context of the physical 
illness.   
 
Stone and Priestley (1996) have pointed out that ‘the researcher must be judged by 
the practical relevance of her/his research to the lives of the research participants.’  
Additionally for the researcher there must be ‘Commitment on the part of the 
researcher … to a social analysis of disablement’ (Stone & Priestley 1996, p.702).   
 
Disabled people … have for many years fought strenuously to redefine 
disability in terms of social oppression, where disability is viewed, not as 
the property of people with impairments, but rather as a product of an 
oppressive physical environment and social system, where the needs and 
rights of people with impairments … are not taken into account (French 
1996b, p.120). 
 
 
The discourse of politics, power and emancipation has led to the consideration of 
the interpretations of the teachings of Marx in the writings of Fay and the critical 
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social theory of the Frankfurt School.  Fay, Weber and Habermas have been 
selected for deeper exploration of their perspectives of critical social theory. 
 
3.4.5.1 Fay 
Fay (1987, p.6) maintains that ‘Narrowly focussing on the work of the Frankfurt 
school will prevent one from seeing the rich variety of critical social science.’  He 
has concentrated on the theories of Marx and he says he ‘uses Marx’s theory … to 
exemplify [his] points about critical social science’ (Fay 1987, p.7).  He has 
reviewed the Marxist foundations as his ‘intention is to dig beneath … in order to 
uncover and assess the ontology which critical social science presupposes and on 
which it is drawn’ (Fay 1987, p.1).  Fay sees this as involving the understanding of 
‘the social world [which] necessarily involves conceptions both of what humans are 
and of what they might become’ (Fay 1987, p.1).   
 
Critical social science … is capable of assimilating the inherently 
ambiguous and conflicted nature of human existence. … A proper critical 
theory is one which possesses a stereoscopic vision which recognizes every 
situation as one both of gain and loss, of change and stasis, of possibility 
and limit.  The amended scheme is meant to incorporate this dual vision.  
Without it, critical social science is likely to degenerate either into tyranny 
or quietism - neither of which is the appropriate response to a world such as 
ours beset with oppression (Fay 1987, p.215). 
 
Fay (1987, p.215) seems to have placed a limitation on critical social science when 
he says ‘With reference to critical social science, this conflict shows itself in the 
relentless tension in human life between illumination and activity on the one hand, 
and concealment and dependency on the other.’ 
 
The lived experience of the participants could reveal that the perspective and 
experience is not through their own self-misunderstanding of the crisis in which 
ME/CFS struggles for legitimation, but rather their experiences will reflect the  
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larger construction of ME/CFS as a contested medical condition (Millen & Peterson 
1995; Peterson, Millen & Woodward 1999).  It would seem that the ideas of Fay, 
when applied to this research, may be limiting and curtailing, and not revealing the 
total situation. 
 
3.4.5.2 Weber 
In the interpretation of the stories of the participants, there are two stances which 
may be adopted.  Weber has outlined two types of understanding (Haralambos & 
Holborn 1990, p.796). Firstly is observational understanding (aktuelles), and this 
stance may be adopted in the re-telling of the participant stories, and the insider 
knowledge of the researcher will assist in this understanding.  The second type of 
understanding has Weber maintaining that the retelling does not allow a sufficient 
level of understanding (erklarendes verstehen) for the explanation of the social 
actions undertaken by participants (Hillier 1987; Lowith 1960; Weber 1962).  
 
Through the analysis of the issues in the participant stories it is possible to 
construct, according to the model of Weber (1949), the ideal-type of the ME/CFS 
tertiary student (Crotty 1998; Nisbet 1970; Rogers 1969).  The creation of the ideal-
type of ME/CFS student is a construct which would be fraught with dangers and 
difficulties at the personal level for students with ME/CFS, as understanding of this 
highly variable heterogeneous condition is at risk of being limited, restricted and 
further stereotyped.  Previous stereotyping of the ME/CFS experiences has seen 
many recommendations in publications used by disability officers that the students 
maintain do not meet their needs (Beasley 1995; Villis 1998).  Whilst Weber has 
said that there should be empathy when analysing the situation (Hekman 1983), it 
seems that Weberian analysis leading to a stereotypical ideal-type could be counter 
productive. This would not add to the understanding of the lived experience of the 
ME/CFS student, notwithstanding the value of an ‘ideal type’ as a heuristic to 
understanding the impact of the condition. 
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3.4.5.3 Habermas 
Habermas has developed his evolving theories over many years (Giddens 1985; 
Outhwaite 1994; Scambler 1987).  Habermas has maintained that research and 
findings are founded on ‘agreement [which] is based on recognition of the 
corresponding validity claims of comprehensibility, truth, truthfulness and 
rightness’ (Bernstein 1985, p.18).  
 
Habermas has sought to discover a perspective which has a moral basis and social 
reason as well as being fundamental and basic to human life.  Seidman (1994, 
p.188) maintains Habermas’s objective is to uncover the real, universal foundations 
of the social sciences.   
 
[Habermas has] a foundationalist type of critical theory [that] aims to 
identify a universal basis to justify the values and social ideals of the critic 
… the social critic may appeal to human nature, reason, some ethical 
imperative, God, or the laws of history to justify civil rights, equality, or 
democracy (Seidman 1994, p.189).  
 
The various perspectives of Habermas (1972, p.311) have been summarised by 
Crotty (1998, p.143) as those from which reality is perceived, and may be 
categorised as either ‘technical control’, or ‘toward mutual understanding’, or 
‘toward emancipation’.  Habermas, while allowing for emancipation, has also 
allowed the viewpoint of mutual understanding and reflection (Habermas 1974). 
 
Habermas has ‘a theory that joins the inner world of our shared subjectivity with the 
objective world out there and, further, an ordered set of concepts and arguments 
with which to fathom our own social nature and its possibilities’ (Pusey 1987, 
p.122).   
 
[Habermas] is less concerned with textual interpretation, in the sense of 
doing full justice to the author’s meaning insofar as this is amenable to 
philological expertise, than with judging the correctness and evaluating the 
worth of the author’s meaning. … he is less worried about making a case for 
the accuracy of his interpretation of an author’s meaning than about stating 
just what he thinks is to be taken seriously in the author’s work.  … he is 
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willing to allow himself to be challenged by their words and deeds to the 
degree that they strike him as in line with the reality of the subject matter in 
which he is interested (Lawrence, in Habermas 1983, p. viii). 
 
Habermas is not as concerned with his critical theories being a methodology, but as 
social theory (Bernstein 1985; Kemmis 1998).  Habermas has focussed upon the 
elements of social structure and culture which deny individual freedom through the 
imposition of social control.  The theory of ‘knowledge constitutive interest’, put 
forward by Habermas, is that people do generate and use knowledge with definite 
social purposes and that the same can be said for research.  According to Habermas 
the new social movements are not about economic or class-working conditions but 
‘have to do with quality of life, equal rights, individual self-realisation, 
participation, and human rights’ (Habermas 1984, p.392).  
 
Habermas points out that a ‘moral point of view’ needs to be adopted, the ‘principle 
of equal rights, such as precepts of equal respect for all, of equal treatment or of 
equity in the application of the law’ are principles of justice, and thus Habermas has 
introduced discourses of application (Habermas 1993, p.152).  ‘How one lives one’s 
life becomes the sole responsibility of socialised individuals themselves and must 
be judged from the participant perspective’ (Habermas 1993, p.150).  Human 
liberation ‘can only be resolved through a conquest of the life-world by 
communicative reason, and by concomitant transmutations in the normative order 
of daily life’ (Giddens 1985, p.111).  
 
However, happiness, unlike justice or knowledge, is not a concept that 
relates to one of these dimensions and to general structures of the life-world.  
It is related to particular constellations of lived practices, value orientations, 
traditions, and competences as a whole.  Its object is always a historically 
unique configuration.  … Over and over again the necessary conditions for a 
‘good life’ are carelessly and arbitrarily violated (Habermas, in Bernstein 
(ed.) 1985, pp.215-6). 
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Habermas has developed theories on the need for ideal speech in communication.  
The very intrinsic nature of ideal speech to emancipation and critical theory means 
that there needs to be an awareness of factors and situations that distort 
communication.  This needs to be addressed in this research.  Communication is the 
key to the basis of the critical social theories of Habermas. 
 
Giddens (1991), Crotty (1998) and Hymes (1996) have commented on aspects of 
Habermas’s theory of ideal speech: 
 
• The more social circumstances approximate to an ideal speech situation, 
the more a social order based on the autonomous action of free and equal 
individuals will emerge (Giddens 1991, p.213). 
 
• It is precisely in communication that he [Habermas] hopes to find a 
foundation for his critical social theory. … The ideal speech situation is 
one that is free from systematic distortion, allows unimpaired self-
presentation by participants, and is characterised by mutuality of 
expectations rather than one-sided norms (Crotty 1998, p.143). 
 
• Whereas the criterion of critical evaluation advanced by Marx stressed 
material inequality, and the contradiction between production for use 
and production for profit … Habermas stresses communicative 
inequality and the conflict between an ideal speech situation and 
communication distorted and repressed by actual patterns of 
socialization and interaction. … Habermas’s ideal adds an invaluable 
dimension, necessary to critical analysis of social appearances (Hymes 
1996, pp.52-3). 
 
The ideal speech of Habermas is grounded in the need for mutual understanding in 
communication (Coles 1995).  Where there are communicative difficulties 
Habermas shows ‘how these forces can be overcome through awareness of them on 
the part of the oppressed individual or group in question’ (Dryzek 1995, p.99).  
Hymes has remarked on difficulties which he believes are inherent in Habermas’s 
theory of ideal speech. 
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Habermas’ ideal of unrestricted communication is specifically ideal of 
colloquy.  It is an ideal of the right and contribution … in the resolution of 
problems. … But if one considers the possibility of an obligation to 
contribute [considerations must be given to] … the lack of right to remain 
silent or to refuse commitment’ (Hymes 1996, p.54).  
 
The philosophy of Habermas would therefore seem to encompass the needs for this 
research project as Habermas has an awareness of the importance of the lived 
experience, but he is not content to leave it there: he sees the need for the deeper 
exploration of the lived experience in relation to power structures and relationships 
within a broader social context, with a view to changing that context to improve the 
condition of the disadvantaged person.   
 
Scambler (1998) has summed up the ideas of Habermas as being emancipatory and 
able to bring about change even within the public domain.   
 
Habermas contends, the social movements, citizen initiatives and forums, 
political and other group associations that make up civil society can ‘under 
certain circumstances’ acquire influence in the public sphere which extends 
to the political domain (Scambler 1998, p.54). 
 
3.4.6 Critical Ethnography 
‘Mainstream ethnography [is] based on the concept of the authorial masculine 
subject and is structured in unconscious desire as forms of realist narrativity’ 
(McLaren 1995, p.284).  Critical ethnography is a methodology which encompasses 
ethnographic techniques from a critical perspective.  Crotty (1998, p.12) has said 
that:  
while critical inquiry will certainly be linked to action research, we can also 
draw an arrow from critical inquiry to ethnography. Yes, the critical form of 
inquiry has come to be embodied in ethnography too, transforming it in the 
process.  Now it is no longer a characteristically uncritical form of research 
that merely seeks to understand a culture.  It is critical ethnography, a 
methodology that strives to unmask hegemony and address oppressive 
forces.  
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 ‘Critical ethnography is vastly different from an ethnography informed by 
anthropological theory or symbolic interactionism’ (Crotty 1998, p.177).  Le 
Compte (1993) and McLaren (1995) have written of critical ethnography as 
research by outsiders, who through the research process become familiar with the 
situation.  This would suggest that the advantages and disadvantages of this 
research methodology should be examined. 
 
Le Compte (1993) has argued that critical ethnography is a technique for 
uncovering information from those who are silenced.  As the voices of the ME/CFS 
students are neither heeded nor heard, this would seem to be a positive advantage of 
using this research methodology.  
 
Their voices are silenced because of social stigma or inferior status; they 
include children, the disabled, women, members of minority groups, 
homosexuals, and lower participants in formal organizations. … In some 
cases, silenced individuals may, in fact, be quite vocal about their life 
situations among peers (Le Compte 1993, p.10). 
 
 
Critical ethnography is criticised for blindness on the part of the researcher and the 
superimposing of the researcher’s values onto the research.  
 
Critical ethnographers are occasionally criticized for imposing their values 
on the group they are studying.  … Critical ethnographers impose a value 
system that requires the researcher to place any culture into a wider 
discourse of history and power, which serves an emancipatory interest, 
whereas other ethnographers impose a value independent of or, at most, 
interactive with history and power.  From a critical perspective, these studies 
ultimately serve the interest of the status quo (Quantz 1992, p.471). 
 
Quantz adds that the self-interest of the researcher needs to be put forward in the 
research, and he maintains that this is an advantage of critical ethnography, 
although he has found that this openness will result in criticism of a lack of 
impartiality on the part of the researcher.   
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The pointed effort of critical researchers to reveal their own value 
perspective to the reader may differentiate critical ethnography from other 
forms and it may be this openness about their values that prompts criticism 
more than anything else (Quantz 1992, p.471). 
 
This research project is ‘insider research’ with researcher-with-the-condition, and 
while this will avoid the problems of the outsider who endeavours to understand 
through their immersion in the research project, the researcher must be mindful of 
her own involvement and how her outlook and attitude will affect the conclusions 
which will be drawn from the research. 
 
There will be the risk that this research, using critical ethnography, will degenerate 
into a crusade unless the researcher remains aware of her own bias.  
  
Critical ethnography has a tendency to become evangelizing, and to 
enunciate its call for liberation as if it were the sole theoretical 
representative of the oppressed.  But this warning against metaphysical 
seduction should not prevent the researcher from giving up all critical 
authority in interpreting how the reality of the marginalized has been named 
and [given] voice and in analyzing the social consequences that follow 
(McLaren 1995, p.289). 
 
This research will use critical ethnography, not aiming for the empowerment of the 
participants, but rather to obtain better understanding of the student life with 
ME/CFS, especially as it relates to equity and human rights.  There is more in 
common with the Habermasian perspectives of social understanding and the equity 
of ‘ideal speech’ situations, rather than the Marxist thrust of Fay (1987).  It is 
expected that this research will position the participant experiences within their 
cultural milieu and thus be explanatory with more emphasis on interpretive 
understanding of equity and justice, although the emancipatory ethos should be kept 
in mind.   
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3.5 Adoption of a Critical Perspective 
 
This research would be best served by an amalgam/composite of ethnographic 
interpretation, through the narrative analysis of the stories from a critical 
Habermasian perspective and would be compatible with the need to understand 
these stories in terms of issues of equity and human rights. The decision has been 
made that critical ethnography case study is the most appropriate research 
methodology to use.  
 
The emphasis on individual stories means that there are elements of case study 
research.  The juxtraposing of the data gathered from the participants along side of 
the medical symptomatology should enable a comprehensive interpretation of the 
lived experience and allow not only the researcher but also the reader to have 
greater understanding of the participant’s outlook.  It is expected that themes will 
arise, consistent with ethnography and these themes will be used to seek out, 
through critical analysis, equity and human rights issues.  As such this research 
could wear the name of critical ethnography, but it has to be realised that this is my 
construction of a critical ethnographic methodology which will suit the needs of this 
research with participants who have the chronic illness of ME/CFS. Nevertheless I 
am aware as I put this methodology into practice that issues, such as the limitations 
of working with participants with ME/CFS, the unknown qualities of the participant 
stories, and being a researcher-with-the-condition, could mean that changes may 
need to be made to meet any arising challenges.  I believe it will be necessary for 
me to reflect on the methodology and conduct of the research. 
 
3.6 Summary 
 
This chapter has been an exploration to find an appropriate methodology for this 
research which may accommodate the medical condition of ME/CFS, and the 
limitations imposed by the condition on both the participants and the researcher.  
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Each methodology considered in the foregoing has been found to offer aspects 
which will enhance this research and yet no one methodology has been able to fulfil 
the complex needs of the research.  The review of the research methodology 
literature is circumscribed by the limitations imposed by the participants having 
ME/CFS, and this has led to my decision that the research should take the form of 
critical ethnographic narrative case study. The methodology amalgam of this 
research has evolved out of individual case study, ethnography, narrative and 
autobiography, the critical aspects of action research, elements of the critical 
perspective of Habermas and critical ethnography.   
 
 This methodological construction of critical ethnography may be found to need 
adaptations and modifications as this research develops, and there will be the need 
to review the methodology in retrospect. 
 
The next chapter makes the decision on the method of data gathering and addresses 
the constructs and issues which may become problematic.  These may arise from 
the method of data gathering, the construction of the stories and the analysis of the 
research. 
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Chapter 4 
 
Research Design: Ethnographic Considerations. 
 
4.1 Introduction 
 
In the previous chapter the deliberative choice was made that critical ethnography 
was the most appropriate methodology for this research into the lived experience of 
tertiary students with ME/CFS.  This chapter is the discussion of methodological 
issues which may impact on the volunteering of participants, construction of their 
research stories, awareness and presentation of perspectives which may modify the 
research story including the role of electronic mail to gather the data.  There are the 
considerations of ethical issues, the implications of factors which impact on the 
processes of analysis of the participants’ stories, and a general plan proposed for the 
process of analysis of this research. 
 
4.2 Criteria for Participation  
 
I have decided that purposive sampling is to be used to select the research 
participants.  Conditions to be met include the time and place of enrolment as well 
as compliance with the medical definition of the illness.  All volunteers who meet 
these conditions are invited to participate in the research.   
 
This research is limited to present and past Australian tertiary (post-secondary) 
students enrolled at an Australian university or Technical and Further Education/ 
Open Training Education Network (TAFE/OTEN) institution, who had ME/CFS 
prior to enrolling in their studies, or who succumbed to the illness during the course 
of their studies.  A further condition will be that the students will have been 
enrolled in tertiary studies in 1995 or later so that their experiences are current.  The 
date of 1995 was chosen as this allows three years for institutions to comply with 
the provisions of the Disability Discrimination Act (1992).  The participant 
experiences should therefore reflect the impact of this act on student study 
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conditions and the academic environment.  Participants may be any age.  All 
participants need to meet the Ramsay (1988) definition of ME with the additional 
criteria of six months duration of illness (Fukuda et al. 1994). 
 
4.2.1 The Research Definition of ME/CFS 
Without a research cohort that conformed to a recognised ME/CFS research 
definition, my research would be of less value.  The Fukuda et al. (1994) research 
definition, also known as the CDC definition, is the most widely used definition by 
medical scientists although it is not inclusive of only a ME/CFS diagnosis (De 
Becker et al. 2001; Dowsett 1997; Komaroff & Buchwald 1998).  Within the 
scientific research world it is usually accepted that the Fukuda definition is used 
whereas in psychological/psychiatric research the Oxford definition is used (Sharpe 
et al. 1991).  Both of these definitions are very broad and if these definitions were 
used it is possible that persons who do not have ME/CFS would be included in the 
research.   
 
As there is no diagnostic test, misdiagnosis by the medical profession of up to 40% 
is common (Hickie & Parker 1990).  Given the lack of consensus by the medical 
profession I decided nothing would be gained if I asked my participants to undergo 
a medical examination and forward on to me a medical certificate although this 
scenario does happen in some CFS research.17  This would also be a major deterrent 
to the participation of very ill persons.  
 
As this is social research I have decided to use the Ramsay (1988) definition of ME, 
along with the addition of the ‘six month duration’ requirement of Fukuda et al. 
(1994).18  All persons who meet the Ramsay (1988) ME definition also meet the 
requirements of the Fukuda 1994 (CDC) definition of CFS.  ‘ME and CFS probably 
are the same illness but research definitions have emphasized different aspects of 
the illness’ (Carruthers et al. 2003, p.26).  Persons with ME/CFS are aware that 
                                                 
17  Procedure used by Asbring and Nervanen (2002) and Tooley (2000).   
18 Appendix 1. 
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there are a number of research definitions and much debate about the symptoms and 
aetiology of Chronic Fatigue Syndrome; if they failed to meet the Ramsay research 
criteria there would be no distress or self-questioning of the validity of their own 
diagnosis with the condition. 
 
All participants are asked to assess their illness against the Ramsay (1988) M.E. 
Definition and a shortened version of the Fukuda CDC Definition (1994) of the 
Chronic Fatigue Syndrome (Komaroff & Buchwald 1998).  No one else knows the 
individual variable symptoms being experienced more than the person who has the 
condition.  There is precedence for this approach as self-reported assessment has 
been used in the examples of reported prevalence of chronic fatigue syndrome 
among large community and primary care populations (Mulrow et al. 2001, p.35 
table 4).  This will help to aid confidence that the research participants conform to a 
standardised common definition (Hyde 1992a; 1992e).   
 
4.2.2 Considerations Arising from the Recruitment  
A condition of actual physical attendance at an Australian tertiary institute would 
cause the research to be exclusive of the students too ill to attend in person.  In a 
similar way current enrolment is not a requirement as many may already have 
withdrawn from study and their stories could be very pertinent to this research.  
Those who have just become ill with ME/CFS will not be able to participate due to 
the ‘six months with the condition’ requirement for the diagnosis of Chronic 
Fatigue Syndrome (Fukuda et al. 1994); consequently the early days of struggling 
with the illness, where documented in the stories, will be retrospective and written 
from memory.   
 
Goffman (1963) has maintained that when there is an apparent invisibility of a 
condition, the person is faced with the decision of whether to remain silent or to 
divulge their condition and so risk being considered a stigmatised person.  ‘To tell 
or not to tell; to let on, or not to let on; to lie or not to lie; and in each case, to 
whom, how, when and where’ (Williams 1987).  
 90
Persons with ME/CFS often try to keep up appearances through personal sacrifice 
and in pain, to the eventual detriment of their future health (Jahne 1998).  Millen 
(1997a; 1997b) has written about the strategies which they use to keep up 
appearances and the problems with stigma, the lack of credibility, the political 
situation, all of which delegitimatise the person with the condition.  Millen found 
that where an illness is poorly understood, such as ME/CFS, persons with the 
condition ‘had added to their illness the burden of the overly-critical gaze of experts 
and others which cast them into a further spoiled state: the malingerer’ (Millen 
1997a, p.2).  Sachs elaborates on the judgement which is meted out to persons with 
ME/CFS. 
 
It appears that those suffering from undiagnosed CFS are simply lazy or 
lacking in moral fibre … often relegated to a marginal status once they are 
no longer able to live a ‘normal’ life … even close family members may 
scold or leave them (Sachs 2001, p.313). 
 
Many persons with milder ME/CFS endeavour to cover up their condition, and 
become ‘closet’ sufferers, due to fears of being misunderstood in their workplace or 
in their educational institution (Mungovan & England 1998).  These ‘closet’ 
sufferers are therefore unlikely to be available to participate in this research project 
so the written stories, which will be collected, are more likely to come from those 
who have not been able to hide their condition and this is a limitation on this 
research project. 
 
4.3 Exploration of Methods of Data Collection 
 
Perhaps the greatest challenge in the design of this research has been to find a data 
collection protocol which will enable participants from the full spectrum of this 
condition (from severely ill to mildly affected) equal opportunity to participate.   
Each method of data collection would include some persons in the research while, 
at the same time, limit or exclude the participation of others in the research.  The 
representativeness of the participants in the research is impacted on by their state of 
health and how greatly they are impaired by ME/CFS.   
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It seems legitimate to assume that the more effort and time required of the 
respondent, the larger the loss through non-availability and non-cooperation. 
… Furthermore, it seems plausible that the greater the cooperation required, 
the more the respondent has to deviate from the normal course of daily 
events (Campbell 1970, p.258). 
 
Research projects are rarely inclusive of the severely ill (Hooper 2003; MERGE 
2002).  This problem may arise because participants have been chosen from a 
particular setting, such as attendance at a medical clinic or support group, thereby 
precluding those too ill to attend (and exemplified by the research of Ridsdale et al. 
2001).  Participants from across the spectrum of ME/CFS allows for a broader 
range of experiences. ‘The incapacitating nature of CFS may cause problems for 
researchers if the restrictions to mobility affect the representativeness of the study 
group’ (McCue et al. 2002, p.337). 
   
The decision has been made not to seek participants from support groups as these 
groups contain only those persons who are sufficiently mobile and well enough to 
attend; the housebound and bed-bound persons are thus excluded.  Similarly those 
mildly affected do not attend support groups (which are held during the day) as they 
are working or attending educational institutions.  
 
Structured research (long or complicated questionnaires), attendance requirements 
(such as interviews), and levels of participation (time and effort requirements) are 
now addressed in order to make this research as all encompassing as possible for all 
persons who meet the conditions placed on participation.   
 
4.3.1 The Use of Questionnaires 
Structured questionnaires and organised interviews could overlook the most 
important issues which are only available through special insider knowledge 
(Goodson & Walker 1995).  The difficulties pointed out by Heron (1981) regarding 
the use of questionnaires is especially applicable to exploratory research where the 
questions could reflect my values, personal biases, hunches and presuppositions. 
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Questionnaires and all such instruments unilaterally designed by researchers 
will simply rest on their prior norms and values. And if the researchers make 
no attempt to determine whether those norms and values, and hence the 
design of the questionnaire, are acceptable to those who are invited to fill it 
in, then any statements about the respondents made by the researchers on the 
basis of the questionnaire results will indeterminate validity (Heron 1981, 
p.33). 
 
Interviewing in person, telephone interviewing and electronic mail are now 
considered as methods for data collection. 
 
4.3.2 Interviewing in Person and Telephone 
The interviewing of participants seemed to be indicated to obtain their personal 
stories (Lincoln 1993) but there are some difficulties arising from the use of 
interviewing.  MacDonald and Sanger (1982, p.7) have said that tape-recording is 
only a partial record of interaction and communication.  Oliver (1990, p.8) has 
drawn attention to difficulties with interviewing a person with a disability and the 
uneven power relationship between interviewer and interviewee. 
 
It is in the nature of the interview process that the interviewer present as 
expert and the disabled person as an isolated individual inexperienced in 
research, and thus unable to reformulate the questions in a more appropriate 
way.  It is hardly surprising that, by the end of the interview, the disabled 
person has come to believe that his or her problems are caused by their own 
health/disability problems rather than by the organisation of society.  It is in 
this sense that the process of the interview is oppressive, reinforcing onto 
isolated, individual disabled people the idea that the problems they 
experience in everyday living are a direct result of their own personal 
inadequacies or functional limitations (Oliver 1990, p.8). 
 
Some of the ideas expressed in this quotation may be contentious, nevertheless 
Oliver has positioned interviews as problematical in social research into disability; 
he has described how the participant may move from the social model of disability 
to the disempowering medical model of disability. 
 
 
 93
The second difficulty is the geographical limitation as participants may be recruited 
from all states and territories of Australia and interviewing in person is a physical 
impossibility over such a large area.   
 
There are the physical limitations of the medical condition of ME/CFS which 
include fatigue, the profound cognitive dysfunction, chemical sensitivities, serious 
debilitation in unpredictable relapses, and the timing of the ‘window of opportunity’ 
for interviewing19 (Friedberg et al. 2000).  The difficulties of the symptom of 
aphasia would also make interviewing problematical (Boazman 1999; National 
CFIDS Foundation 1997).  Further there is the warning that ‘the desire by many 
researchers for time-consuming, unstructured conversations may not sit well or be 
easily accommodated by these populations of sick people’ (Kellehear 1993b, 
p.137).  
 
Practical difficulties arise from the variable nature of chemical sensitivities and for 
some of the participants this would necessitate the researcher meeting individual 
avoidance protocols.  Non-compliance by the researcher could seriously affect the 
interviewees’ health and even lead to the termination of the interview.  Many 
interview appointments could be cancelled at short notice, often indefinitely, in the 
case of a relapse. 
 
Telephone interviewing of participants with ME/CFS has been used by other 
researchers (Clarke 1999).  Clarke (2000, p.79) mentions that her participants were 
interviewed by telephone for an hour while resting in bed and she has said that ‘her 
participants were thankful that the researcher understood’ as the telephone 
interview was preferable to questionnaires or personal interviews.   
 
Telephone interviews could be utilised to overcome the vast geographical distances 
in this research, yet this is also problematic.  There could be an incompatibility with 
the times which would be appropriate for the participants and the researcher-with-
                                                 
19 The window of opportunity is the better time of day for those with ME/CFS. 
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the-condition.  I believe that there would be further difficulties in telephone 
scheduling which Clarke has not mentioned.  Many persons with this condition feel 
best in the mornings whilst others function better later in the day as there are severe 
sleep disturbances experienced by many with this condition (Friedberg 1999; 2001).  
The scheduling of telephone interviews would face similar problems to physical 
interviews in person.  
 
In my personal experience persons with ME/CFS will often mention how tiring it is 
to just hold the telephone up to their ear and additionally, some severely ill people 
with ME/CFS find that they react to the electromagnetic radiation from a telephone.  
 
I have thus concluded that interviews, either in person or by telephone would be 
unable to address the lived reality of the ME/CFS tertiary student.   
 
4.3.3 Story-Telling 
The question of how to access the lived experience of the tertiary student with 
ME/CFS therefore becomes an important issue, and according to Munhall (1989, 
p.165) the research method may be ‘inspirational, open, interpretive and 
individualistic.’ There has been little previous research into students with ME/CFS 
so it is appropriate to adopt an open non-structured approach using narrative stories 
for recall of memories.   
 
The above reasons have shaped my decision to ask the participants to write their 
stories of their student experiences; stories which may be as long or as short as they 
wish; stories which may be written in their own time in their own home at their 
better time of day.  It is expected that the severely ill will write shorter and less 
detailed stories and an awareness of this will need to kept in mind when analysis of  
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the content of stories is taken into consideration.20  The severe fluctuations of 
ME/CFS may additionally mean withdrawal from active participation if the 
participant experiences a health relapse. 
 
Goodson and Walker (1995, p.187) feel that story-telling appears to ‘capture the 
realm of ‘personal’ meaning, and connects it to ‘public’ meaning.  …Unlike 
orthodox formats for reporting research, storytelling offers the possibility of a form 
that is authoritative rather than authoritarian in relation to the accounts its gives of 
its subjects.’  
 
4.3.4 Electronic Mail 
Stenhouse (1982) and others have discussed data gathering by ethnographic 
observation and interviewing, but the utilisation of electronic mail was not an 
available option at the time they were writing.  Electronic mail is an expedient 
method of collecting information due to the long distances, given the 
inappropriateness of ethnographic observation and interviewing these very ill 
participants.  Chemical sensitivity problems will not be an issue.  A significant 
factor is the low cost of electronic mail for data gathering. There is no need for 
appointment scheduling.  An advantage of utilising electronic mail is that ME/CFS 
participants may write when they are ‘feeling better’ and at their optimal time of 
day.   
 
Education researchers have been critical of the time that is spent in the transcription 
area of the research process and the long delays between data gathering and the 
final analysis of the research (Smith 1978; Stenhouse 1982).  Electronically mailed 
stories are sent direct to the researcher's computer, and this means that there is only 
the need for the editing out of identifiable information and the encoding of the 
participant nom de plume.  The electronic mail is then re-sent to the researcher’s 
computer to remove traceable identity and then the original electronic mail is 
trashed so maintaining the confidentiality of the participant.   
                                                 
20 Some are so severely affected physically and/or cognitively dysfunctional that participation is still 
precluded.   
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The decision is made that electronic mail is the most appropriate method of data 
gathering for the participants to use for telling their stories with autobiographical 
writing by letter or electronic mail with the participants reminiscing and recalling 
their experiences.  It is chosen as it allows the participants to write their personal 
stories in their own time and then forward the stories on to myself.  If this research 
is limited to persons with electronic mail access others without this means of 
communication would be prevented from participating so the decision is made that 
postal mail can be used by those who do not have electronic mail access.  
 
4.4 Content of the Research 
 
The participants are invited to write of their own experiences in general areas and of 
other issues; difficulties emanating from movement on campus, attendance at 
lectures, cognitive dysfunctions and even campus social life may arise.  There can 
be no fixed order to stories as would occur in structured research data gathering 
(Merriam 1988; Minichiello et al. 1990).  The participants are not told that the 
content of their stories is to be analysed from the perspective of equity and human 
rights along with quality of life, as it is possible that some participants would 
deliberately structure their stories to be inclusive of these issues.  I wish for these 
issues to emerge naturally from the stories.  
 
The research shall move to more specific probing for clarification through iterative 
checking of the participant stories to validate the researcher’s understanding of the 
perspective of the participant (Miles & Huberman 1984).  Zeller (1995) believes 
that, although there is less opportunity for comparison of experiences in 
ethnographic research, there would be more detailed explanations from the 
perceptions of the participants.  
 
Ethnographic research involves an open-ended inquiry; it requires constant 
feedback to give the study direction.  Ethnographers can only plan ahead of 
time the course of their investigation in the most general sense (Burns 1997, 
p.305). 
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The ‘lived experience’ of the students with ME/CFS is the vital consideration and, 
as they interpret their own experiences, they will be taking an active part in 
generating the information (Bennett 1991; White 1995) so privileging the person’s 
lived experience (White & Epston 1990). 
 
It is important that the focus of research is determined by the participants and while 
common issues may be raised other issues will be unique to particular participants 
(Connole 1993).  ‘Although we did not request their attention to specific topics by 
defining the subject matter of their journals, we are again forced to acknowledge the 
similarity of their comments’ (Cole & Knowles 1995, p.230).  
 
The researcher is an audience whilst the participants may be clarifying and 
becoming self-cognisant through deeper self-reflection of their lived experience.  
This is the story which is passed on to the researcher, the lived reality as 
remembered, recalled and reconstructed by the participant, and it is this narrative 
which is analysed for the story which it tells: thus the story belongs to the 
participant. 
 
4.5 Factors which Impact on Stories  
 
This research is concentrated on the remembered experience of participants thus 
there may be some questions about the reliability of the findings.  It will be 
necessary to accept the stories of the experiences of the participant as their own 
interpretation and construction of the occurrence (Schratz 1992; Schratz & Walker 
1995; Smith 1993).   
 
It would be hard to understand why we … assume in every conversation that 
we can reach a mutual understanding.  In fact, we are always confident that 
we know how to tell a rational consensus from an illusory one. … The 
defining feature of the ideal speech situation is that any consensus attainable 
under these conditions can count per se as a rational consensus.  The ideal 
speech situation excludes systematic distortion of communication.  Only  
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then is the sole prevailing force, the characteristic unforced force of the 
better argument, which allows assertions to be methodically verified in an 
expert manner and decisions made about practical issues to be rationally 
motivated  (Habermas 2001, pp.97-98).   
 
I would like to think that the stories are arising out of an ideal speech and 
communication setting but the reality is many factors are impacting on the stories 
which are told by the participants.  The participants will be conscious of some of 
the factors which are impacting on their stories but they may be unaware of other 
factors as the stories are remembered constructions. 
 
The narrative truth of the good story has to remain truthful to life as it is 
lived: the question is, which truth of which happenings?  In illness stories, 
truth may be selective, but it remains self-conscious.  This accountability of 
truth is close to the surface of illness stories (Frank 1995, pp.62-63). 
 
The various issues which could impact and distort ideal speech and communication 
are now addressed.   
 
Undercurrents may be apparent in the writings due to the controversial nature of the 
illness, through the social milieu of community misunderstanding, media influences 
and medical dominance.  ‘Individuals bring priorities, concerns, and other personal 
constructs which influence their participation in programs and interaction with one 
another’ (Burns 1997, p.299).  In turn the self-perceptions and memory constructs 
may be affected (Hyden 1997).   
 
Goodley (1996) expounds that, through the acknowledgment of the various 
experiences found in life stories, storytellers are empowered.  There are individuals 
who have been silenced both in communicating ‘to and by those in power’           
(Le Compte 1993, p.10).  ‘One reason … for the telling of stories is that they give 
those who have been historically disenfranchised a voice, an opportunity to speak 
out’ (Gitlin & Myers 1993, p.52).  ‘From a social, cultural, or ethnic point of view, 
these social groups frequently are discriminated-against minorities whose narratives 
express their unheard voices’ (Lieblich, Tuval-Mashiach & Zilber 1998, p.5).  Life 
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stories may be used to lessen the space between the individual and the social 
restrictions which impinge on that individual and thus providing a link between the 
individual and the social world in which they live. 
 
The social factors which impinge on those with ME/CFS, such as how they are 
disbelieved and misunderstood (Mungovan & England 1998), could impinge on the 
writings and participants may place limitations on the stories which are told.  
Campbell (1970) says that there is the difficulty of self-consciousness; this could 
result in reactive measures where the participant modifies the phenomenon to adapt 
it into a more acceptable format.   
 
‘Defence mechanisms lead to disturbances of communication’ which could be 
called ‘unconscious deception or systematically distorted communication’ 
(Habermas 1984, p.332, cited in Scambler (1987, p.182). The participants may not 
be exactly open or revealing as there is the tendency for persons with ME/CFS not 
to reveal what is really happening to authorities, such as medical and educational 
professionals, for fear of misunderstanding and rejection.  ‘CFS is a 
delegitimatizing illness: in addition to suffering from the symptoms of the illness, 
patients often experience rejection by family, friends and physicians’ (Komaroff & 
Buchwald 1998, n.p.). 
 
False consciousness by the participants may emerge when the participants consider 
a solution or accommodation is acceptable despite reflecting a lack of awareness of 
the reality of their situation (Kemmis & McTaggart 1993; Lather 1991; McTaggart 
1991).  Many persons with ME/CFS have lost their self-esteem and an inappropriate 
concession is accepted with relief that their medical condition is even known about 
and accepted as a disease entity.  Acknowledgment is gratefully received and they 
do not question as to whether the concession granted is appropriate under the 
circumstances (Oberin 1998).21  Disempowerment may also be apparent when 
students with ME/CFS have not negotiated better conditions because they have not 
                                                 
21 These guidelines have been discussed in Chapter 2. 
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been aware of their rights to negotiate; alternatively the very physical energy 
needed to negotiate is often just too much effort (Villis 1998). 
 
The false criteria of causality, in which persons wrongly accredit the cause of their 
disempowerment or life situation, may occur.  Attributions of mistaken causal 
inference can occur later on, through personal reflection, adding constructs to the 
original event (Hirschi & Selvin 1970).   
 
That being repeatedly disconfirmed of their definition of reality can lead to 
self-doubt … [and] the possibility of a psychological disorder … [is] 
increasingly accepted. … If work-related stress is also involved then it is 
pertinent for the patient to deflect stigmatisation by claiming that work 
situations are responsible for the illness (Holloway and Pinikahana  
1999, p.5). 
 
Fitzgerald and Paterson (1995) have drawn attention to the hidden disability 
dilemma and how it impacts on the preservation of ‘self’; the perceived public 
perceptions of a devalued self extends to the legitimisation of illness.  Royer (1995) 
has written of the ways in which persons with chronic illnesses endeavour to 
rationalise their illness experiences towards normalcy to preserve their self image.  
 
Participants who feel that they have suffered injustices in the past may be more 
likely to be highly supportive of the research and endeavour to put much effort into 
writing their stories (K. Price 1996; R. Price 1993).  This could have effects on the 
representativeness of the stories if their stories are unduly large or contain much 
information.  This motivation could be more marked if the participants were 
convinced that this research would be beneficial to themselves and their peers thus 
they would have a stake in the outcomes of this research (Orne 1970). 
 
Stories and narratives written ‘after the event’ with hindsight are retrospective and 
reflective, whereas it is expected that others are written whilst their authors are in 
the midst of a current crisis (Polkinghorne 1988).  It is not possible to reconstruct 
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past events from eye-witness accounts as each eye-witness personalises and 
reconstructs the story from their own perspective (Lamarque 1990).  
 
Events are told as the storyteller experiences life: without sequence or 
discernible causality. … The teller of chaos stories is … the wounded 
storyteller. … The chaos that can be told in a story is already taking place at 
a distance and is being reflected on retrospectively (Frank 1995, pp.97-98). 
 
Zeller (1995, p.224) says ‘It is by design that the case narrative becomes not simply 
a record of experiences, … [it] becomes not simply an objective narrator of 
experience, but a narrative filter through which experience is shaped and given 
meaning.’   Polkinghorne (1988) has hypothesised that both current narrative and 
constructed stories still have validity as accounts of action.   
 
Polkinghorne maintains that there can be different interpretations of a person’s 
story, a viewpoint shared by many others (Alasuutari 1997; Cherryholmes 1993; 
Lather 1991; 1992).  There is historical truth and narrative truth, and the facts are 
only able to partly determine how they are presented (Polkinghorne 1988).  White 
(1995) says there are two levels of awareness; there will be the memories of what 
actually happened, and then there is the interpretation and construction in the 
writing of the narrative.   
 
Through maturation, retrospectivity and objectivity of the memory there may be 
different constructs applied as the story unfolds (Campbell 1970; Ferguson 1997).  
Hargreaves (1996) and Lincoln (1993) have indicated that as the perspectives of 
people change over time this can add a variance to the stories.  The very delay in 
the time of the occurrence of the event and the writing of the narrative may actually 
be positive as rationalisation and retrospectivity may give a greater depth of insight 
due to hindsight and reflection, and this will not invalidate their experiences 
(Graham 1995; Grumet 1981).    
                
 
 
 102
Other impacting issues: 
• Riessman (1993) has reminded us that emotions are expressed in different 
ways between males and females and this could affect the stories which are 
told.   
• The cognitive dysfunction disability on the written word has far reaching 
impacts but remains an unknown modifier.  
•  There does not seem to have been any research into the effects which the 
aphasia of ME/CFS may have on the parsing of narrative analysis, nor how 
the fragile recall and mental slowness may affect the stories which are told 
(Goldstein 1992; Marshall et al. 1997).  
 
4.5.1 Electronic Mail Impact on Stories 
Although the medium of electronic mail for communication has been discussed, 
few have attempted a critique of the utilisation of computer electronic mail as a 
medium for gathering research stories (Kennedy, Suter & Clowers 1997; Moran & 
Hawisher 1997; Tao 1995).   
 
Reflection in the medium of information technology, with its capacity to 
turn text and program into a model of a thinking, active subject, is not just 
an exercise to make explicit what was dark about an ‘aspect of self’.  More 
profoundly, it reveals a connection between ourselves and representing 
ourselves … into a more general collaborative writing model, in which 
reading and writing are seen as aspects of the same process of textual 
constitution of the subject. … It is as if we have reproduced here a runnable 
text for an executing self.  The conscious, knowing subject is a kind of text-
in-action (Stern 1992, p.219). 
 
Stern warns that the use of computers is not to be taken as only a tool.  ‘The way we 
see tools as neutral and content-free is characteristic of the way we develop formal 
systems to direct and change people’s lives - lives which are filled with personal 
meanings and content, in ways which the formal system is not’ (Stern 1992, p.226). 
Moran and Hawisher (1997, p.84) say that ‘it is not easy to tease out the ways in 
which e-mail is different to its ancestors, partly because we are using e-mail in the 
way we used earlier kinds of communications media. … Yet there are differences’. 
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Bromley (1992, p.120) says there has been too much emphasis on computer 
technology and not enough emphasis has been placed on the social context of the 
use of computers but ‘overemphasis on the social context can lead to viewing the 
technology as a ‘neutral tool’ whose impact is wholly determined by the intent of 
the users’ (Bromley 1992, p.121).   
 
The issue has been raised regarding the speed of sending and receiving electronic 
mails yet electronic mail cannot be compared with telephones as it lacks 
paralinguistic cues (Moran & Hawisher 1997; Tao 1995).  Paradoxically there could 
be an element of impetuosity when the electronic mail format is used: the electronic 
mail letter may be sent off to the researcher with a mere click.   
 
We argue that the quick response rhythms of e-mail, and its voice-like 
written language prompted … an unusual degree of ‘self-disclosure.’ 
Perhaps e-mail fosters a new kind of relationship here, with overtones of the 
postmodern-uncommitted intimacy (Moran & Hawisher 1997, p.90).  
 
Moran and Hawisher (1997, p.89) maintain that the medium of electronic mail does 
not encourage re-reading and careful reflection, due to the speed of transmission 
and also the difficulty in reading from the monitor screen. This impetuosity which 
may occur through the use of the electronic mail communication medium is counter 
to the ideas of reflection (Graham 1991; Stern 1992).  There is the possibility of 
writing reflectively and careful editing of the text (Stern 1992).  Reticent writers 
will contribute more through the medium of electronic mail and Tao has pointed out 
that longer response times may occur, as this media has the ability of letting users 
think before making a response, compared with vis a vis interviewing (Tao  
1995, p.21). 
 
Cooley (1992) says that males are favoured when information and communications 
technologies are used, so perhaps male participants may be more attracted to 
participate as computers are being utilised for the collection of data.  Fey ‘observed 
that the usually silent voices of women and the academically under-represented are 
gradually speaking out frankly and loudly through [the] collaborative atmosphere 
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made possible by email’ (Fey 1994, p.25, cited in Tao 1995, p.25).  Many 
researchers have called electronic mail a ‘warm’ method of communication and also 
draw attention that listserv members consider each other to be friends over time 
(Moran & Hawisher 1997, p.88).   
 
The technology has not been fully addressed as a method of narrative data 
collection when participants have a chronic medical condition.  Electronic mail 
raises questions of the context in which the information has been written.  Has the 
information been carefully thought out, reflected upon and edited or is it the 
spontaneous outpouring of a stigmatised participant in a crisis?   
 
4.6 Ethical issues  
 
Ethical issues need to be addressed and these include general ethical considerations, 
the therapeutic benefits which may be derived from story telling, the role of the 
‘Insider Researcher’ and power relations between the researched and researcher. 
 
The research will be confidential, and the identity of the participants and their 
writings will be known only to me. Their identity will be concealed in the research 
by the use of pseudonyms and any identifiable information such as their tertiary 
institution, specific campus details and course details will be carefully edited to 
protect their confidentiality.  The participants are given assurance of the 
confidential nature of this research. 
 
The research invitation makes it clear that the participants are free to withdraw from 
the research at any time, without explanation, and are not to feel guilty about 
withdrawing.  In the event of withdrawal, any stories which they have told are not 
used, and all of their writings are returned.  It is not envisaged that undue stress 
would be a problem as the participants have the right to withdraw at any time.  In 
the unlikely event of distress being caused to the participants writing their stories, a 
counselling network would be available. 
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4.6.1 Therapeutic Benefits 
Huberman (1995, p.137) believes that the story itself may be constructed as the 
participants may tend to reinvent their past so as to give meaning to their present. 
Williams proselytises that routine narrative refers to the usual happenings of daily 
life and he defines narrative reconstruction as representing ‘the workings of the 
discursive consciousness’ (Williams 1984, p.178).  Williams (1984, p.179) accepts 
that the narratives of illness enunciated by the ill person are ‘not only explanations 
for the onset of a given disease, but also acts of interpretation, narrative 
reconstructions of profound discontinuity in the social processes of their daily 
lives’.  Frank (1995) places a different emphasis as he maintains that the storyteller 
will relive the experience.  
 
Illness intensifies that struggle.  The past is remembered with such arresting 
lucidity because it is not being experienced as past; the illness experiences 
that are being told are unassimilated fragments that refuse to become past, 
haunting the present (Frank 1995, p.60). 
 
White and Epston (1990) believe that the narration of past experiences could even 
be expected to be therapeutic. Murphy and Mitchell (1998) have pointed to 
electronic mail being used in therapy and have aligned their therapy alongside of 
the narrative therapy of White and Epston (1990). 
 
Writing as beneficial therapy in chronic illness has been specifically addressed by 
Smyth et al. (1999), and Fox (1999) pointed to the specific efficacy in ME/CFS.  
Charmaz (1997) believes there are identity losses experienced by people with 
chronic illnesses and that the reconstruction of a sense of self through the use of the 
illness narrative is beneficial.  ‘It is always anti-therapeutic to dismiss a patient’s 
suffering’ warns Komaroff and Buchwald (1998, n.p.) when writing of ME/CFS.  
The writing of the stories of the participants could be helpful and thus this research 
may be viewed as a form of ‘storied therapy’.  
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4.6.2 The Researcher’s Role: ‘Insider’ Research 
McTaggart (1996, p.1) reminds us that all educational research must be examined 
through careful study and not accepted at face value.  Educational research not only 
provides reasonable credible knowledge, it is also a documentary communication 
which can be used by both the researcher and their audience as a discourse of power 
to persuade and influence educational outcomes.   
 
Grumet (1991) has considered the problems of power relationships between the 
researcher and the storyteller participants especially where there may be reticence 
with full disclosure.  
 
Goodson and Walker (1995) have mentioned the need for the insider perspective of 
the researcher when interpreting narrative stories and Lincoln (1993) has drawn 
attention to the need for the interpretation by the ‘insider’ researcher.  Persons with 
ME/CFS writing for a non-ME/CFS researcher feel that the peculiarity of the 
ME/CFS experience is difficult to comprehend.  These same stories may not be told 
to persons without ME/CFS.  Beasley (1995, p.26) says ‘it is not easy, even with the 
best will in the world, for someone who doesn’t have CFS to realise what the 
problems are.’ 
 
I am a person with ME/CFS and I know the language of this disease.22   My own 
tacit knowledge as an insider makes my research emic in perspective.23  This should 
enhance the research yet I am aware, as Burns (1997, p.319) says, ‘it is too easy for 
the prejudices and attitudes of the researcher to bias the data.’  
 
The resolution of what some anthropologists refer to as ‘emic’ and ‘etic’ 
accounts seems to us to be a theoretical issue with very important 
consequences for style and presentation.  If emic (or ‘insider’s or 
practitioner’s) views, realities or definitions of the situations are to be 
                                                 
22 Such as Fogotten, Brain Fog, Porridge Brain, Paychiatrists, etc., which are difficult to translate 
for persons who do not have ME/CFS.   See Glossary for definitions. 
 
23 The data is presented from the perspective of the participants in the study - that is from an emic or 
‘insider’ perspective (Le Compte & Schensul 1999).  
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adequately dealt with by research rather more is required than the insertion 
in a report of carefully trimmed and framed quotes from the subjects of the 
research. … Unlike orthodox formats for reporting research, storytelling 
offers the possibility of a form that is authoritative rather authoritarian in 
relation to the accounts it gives to its subjects (Goodson & Walker 1995, 
p.187). 
 
Goodley (1996, p.340) maintains that in acknowledging the rapport, the researcher 
is not detracting ‘from the potency of the narrative’ but ‘rather it excavates many 
issues of power that are often submerged amongst the rhetoric of ‘empowerment’.’   
 
Nevertheless there are dangers for the ‘insider’ researcher as ‘they are always in 
danger of using others to build the world in their own image and often in a form 
suited to public consumption’ (Goodson & Walker 1995, p.190).  They have 
propounded that accountability to the participants is imperative and the rights and 
considerations, which the researcher is responsible for, must be of paramount 
importance.  I am therefore aware of the insider/outsider dilemma and the ethical 
implications that are inherent in this problem. 
 
4.7 Analysis of the Research 
 
Effectively there are two distinct processes of analysis: by the participants and by 
the researcher.  The first analysis is made by the participants as they select their 
stories to be told, so although there is expected to be representativeness in the 
stories which are told, there will have been a culling process which has sifted 
through the story.   
 
The interest in telling the tale … was no longer stronger, in effect, than the 
need to explain it, to carry meaning to a person who has not had the same 
experience (Huberman 1995, p.137).   
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The researcher is positioned as audience whilst the participant may be clarifying 
and becoming self-cognisant through deeper self reflection of their lived 
experience.  The analysis made by the researcher therefore becomes a secondary 
analysis (Cortazzi 1993).   
 
There are two ways in which I could further analyse the participant stories; one is 
linguistic analysis, the other is the wholistic content of the stories (Polkinghorne 
1995).  ‘The recalled reconstructed narratives may be seen to be similar to each 
other, but not the same’ (Polkinghorne 1995, p.11).  Linguistic interpretation and 
how the linguistic presentation has been modified could be used (Hymes 1996), but 
on the other hand, given the problems which persons with ME/CFS experience in 
speech and word finding it is obvious that lingual analysis would not be appropriate 
in this research.  ‘Aphasia is a disability that is not instantly recognizable unless 
you are familiar with it.  Because of the complex way speech and language are 
processed in the brain, many of the associated problems are invisible’ (Boazman 
1999, p.15).   
 
Many report difficulty in saying the right word and are conscious of the fact 
that they continue to say the wrong one, for example ‘cold’ when they mean 
‘hot’.  Others find that they start a sentence but cannot complete it, while 
some others have difficulty comprehending the written or spoken word 
(Ramsay 1988, pp.3-4). 
 
Linguistic analysis is thus an inappropriate method to adopt for the analysis of the 
stories.  The decision is therefore made that the re-telling of the content of the 
stories would be an appropriate form of analysis to adopt.   
 
Gough (1998) affirms that meaning in narrative inquiry is given through reflecting 
critically on the stories which are written and that retrospectivity gives perspective.  
In this critical appraisal, there has to be the awareness of the surrounding 
environment of the subjects which went into creating these stories as well as 
perceptions which could be viewed from other perspectives such as a feminist 
perspective (Burton 1985; Weiler & Middleton 1999). 
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It is always possible to narrate the same events in radically different ways, 
depending on the values and interests of the narrator.  Telling about complex 
and troubling events should vary because the past is a selective 
reconstruction (Riessman 1993, p.64). 
 
 
Cherryholmes (1988, p.3) has pointed out, discourses have to be understood in their 
widest sense and are relative to time and place.  ‘[If] practical effects are 
determined by uncritically comparing what happens with conventional standards, 
pragmatism becomes vulgar and naïve as unreflective acceptance of conventional 
standards and structures’ (Cherryholmes 1988, p.4).   
 
Reading pragmatically seeks to clarify meanings in light of our purposes 
with an eye toward consequences, even though meanings turn out to be 
exceedingly elusive.  Facts about objects and events are one thing, what they 
mean is something else (Cherryholmes 1993, p.3).  
 
An awareness of the data and the data construction in the stories, and the 
stigmatised identity of the participant with ME/CFS must be borne in mind before 
conclusions about any outcomes can be made.   
 
I shall appraise this research in various ways: through the composite profiles of the 
participants, by the retelling of the participants’ selected stories and then addressing 
the common issues which arise from them, seeking to find emergent themes. 
‘Analysis can be viewed as a staged process by which a whole phenomenon is 
divided into its components and then reassembled under various new rubrics’ 
(Burns 1997, p.319). 
 
A small individual profile questionnaire completed by the participants at the 
beginning of the research data gathering phase will give me a background of the 
participant and enable greater appreciation of their stories. 
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There will be the retelling of a selection of participants’ stories with explanations of 
the issues which they have raised and juxtraposed with medical and other research 
into ME/CFS.   
 
In attempting to discover people’s attitudes, feelings and need states, it is 
essential that you justify your interpretations by stating quite clearly what 
aspects of the individual’s overt, manifest behaviour made you believe that 
to be true (Burns 1997, p.320).  
 
The stories are then returned to the participants for their comments, corrections, 
amendments, or even withdrawal from the research process completely.  These 
stories are appraised for issues, events and situations which have arisen seeking 
instances of lack of accommodation, human rights and equity, along with quality of 
life issues.   
 
The issues which are raised are probed in the remainder of the participant stories.  
This verifies the selection of these issues as being important generally to tertiary 
students with ME/CFS.  It is expected that similar problems will arise on various 
campuses but with differing emphasis because the stories will remain as the 
individual and specific testimony of the particular participant. 
 
Generalisations made from story are problematical and even dangerous yet Carter 
believes that there is the opportunity that particular patterns may emerge on the 
theme (Carter 1993, p.10).  The analysis will then move to ascertain if there are 
themes which arise from the events and situations.   
 
A summary of the thematic analysis is returned to the research participants for their 
consensus as to whether the themes address the areas which are consistent with their 
lived experience of ME/CFS.  This contributes to verification and validation as it is 
a form of triangulation where there is ‘checking out the consistency of different data 
sources within the same method’ (Burns 1997, p.325).  ‘One of the most logical 
sources of corroboration is the people with whom one has talked and whom one has 
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observed. … Feeding findings back to informants is a venerated but not always 
executed practice in qualitative research’ (Miles & Huberman 1984, p.242). 
 
Moore, Beazley and Maelzer (1998, p.94) have pointed out that ‘It has been 
established that any declaration of rights that researchers might produce can only be 
a product of their own formulation of current ideals in relation to a particular issue’. 
The Disability Discrimination Act (1992) has presented a perspective from which 
equity and human rights may be considered nevertheless there may be deeper 
emerging issues which affect the student with ME/CFS (Flynn 1997; O’Connor et 
al. 1998; Sturman 1997).  This may also position the equity and equal opportunity 
findings within the politico-social context of the ME/CFS students lived experience.  
 
The use of the narrative method with the students telling their own stories of their 
experiences will mean that my own personal bias, constructs, and involvement in 
the findings will be lessened (Goodley 1996; Goodson & Walker 1995; Lather 
1993). 
 
4.8 Summary 
 
The participant is in control of the research process, the inclusions and exclusions 
are those of the participant.  This is the story which is passed on to the researcher, 
the lived reality as remembered, recalled and reconstructed by the participant, and it 
is this narrative which is analysed for the story which it tells: and the story belongs 
to the participant. 
 
This chapter has addressed the issues which may impact on the validity of the 
research findings, from the selection of research participants, their awareness of 
their situation and self-concepts, their writing and the method of their writing (using 
electronic mail), and how their stories will be analysed.  The next chapter will 
present the implementation of the research and the canvassing for research 
participants. 
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Chapter 5  
 
Research in Practice  
 
5.1 Introduction 
 
The previous chapter addressed the instrumentation of the research and considered 
the issues that could impact upon the participation, the content of the stories and 
analysis of the research.  It also briefly introduced the procedural process of the 
research and the concepts of triangulation and iterative checking of the participant 
contributions. This chapter contains the implementation of the practical research 
process with emphasis on the recruitment of the participants.   
 
5.2 Research Invitation   
 
The research invitation states that the research is aimed to gain a better 
understanding of the lived experiences of tertiary students with ME/CFS and, in 
turn, may assist other tertiary students with ME/CFS.  ‘It is hoped that this research 
will lead to a better understanding of the needs of ME/CFS students in tertiary 
institutions.’   
 
The research invitation requested that the participants initially complete a small 
questionnaire which I have called the Participant Profile Questionnaire (PPQ). 
I designed the Participant Profile Questionnaire to have three functions:  
• The first function is to ascertain that the participants meet the conditions of 
participation.24   
• Secondly to provide a background of each participant.  When reading their 
stories I can refer to the answers contained in their questionnaire which will 
inform me of such information as, for instance, the length of time the 
participant had had ME/CFS.   This information could be used as an 
                                                 
24  Detailed in chapter 4. 
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explanation of adjustment to the condition which may arise in their stories.  
I believe that this will assist me with elucidation and clarification when 
reading and analysing the stories.25 
• For the composite analysis to provide a simple profile of ME/CFS tertiary 
students participating in this research.26 
 
The participants are also invited to write their personal stories of their experiences 
as tertiary students with ME/CFS, especially in the areas of assessment, mobility, 
attendance and any other areas over a period of four months.    
 
This research involves you writing out your own stories, in your own words, 
about your experiences of the understanding of ME/CFS you have received, 
and accommodation made for you during your tertiary studies.  Areas which 
you may consider could include assessment, dealing with academic and 
other staff, attendance, mobility on campus and access to facilities.  
 
5.3 Plans for Recruitment 
 
Other researchers have indicated that it was often difficult to obtain participants for 
research projects.  I am aware that, as many possible participants with ME/CFS are 
profoundly ill, there are possibilities some may decide not participate or be forced 
to withdraw from the research project.  I have decided therefore to accept all who 
volunteer to participate in this research, as long as they meet the eligibility criteria 
of being a student at an Australian tertiary institution post-1994, and assure me that 
their ME/CFS condition meets the Ramsay/Fukuda research criteria.27  
 
OzME listserv, the South Australian Tertiary Student’s Telephone List and 
‘snowballing’ are to be used to obtain research participants. If I have any problems 
in obtaining the participants through these sources, secondary avenues for recruiting 
would be used. These include the Disability Support Offices in the tertiary 
                                                 
25  See Chapter 7. 
26  See Chapter 6. 
27  Appendix 1   
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institutions and the state ME/CFS Societies or local support groups however there 
were sufficient participants recruited without the need to access these secondary 
avenues. 
 
5.4 Search for Participants 
 
A general short electronic mail was sent to the subscribers of the OzME listserv 
announcing the commencement of the research and also asked for persons, 
interested in knowing more about my proposed research or becoming a participant, 
to contact me by electronic mail.  Within the hour a quick response expressing 
interest was received which was encouraging.  ‘I think I might be interested in 
participating in your research project.’ [Belinda] This short electronic mail of 
notification resulted in twelve persons requesting further information.  Of these 
twelve persons, nine decided to participate and the other three persons were 
ineligible as they did not meet the participation criteria, mainly due to the constraint 
of needing to be a ‘post-1994’ student. 
 
A further twenty-nine individual invitations were sent by electronic mail.  I was 
aware from their correspondence to the OzME listserv that they were tertiary 
students most likely with ME/CFS.  Eleven invitation letters were posted to persons 
on the South Australian Telephone List of ME/CFS tertiary students for whom 
addresses could be ascertained.  The research was also informally publicised 
(snowballing) by contact from persons subscribing to OzME listserv, other students, 
or ME/CFS research academics.  Through this promotion a further ten people 
volunteered to participate.   
 
A total of forty students and former students consented to participate in the 
research.  Previously I had set a minimum number of eight participants being 
necessary for the research to proceed and this number was reached in just three  
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days.  I was surprised at the rapid response and five participants (four males and 
one female) included their ‘story’ (either completed or as the first contribution) with 
their research consent form and questionnaire. 
 
In summary, personal invitations were issued to forty people either by electronic 
mail or postal mail.  Twenty-one acceptances resulted from my personal invitation 
to participate.  A further nineteen persons volunteered who were not personally 
approached to participate.  I knew only one participant personally prior to the 
commencement of the research. 
 
5.5 Response to the Invitation 
 
I was aware that the ME/CFS students who responded earliest were those who were 
not so ill.  Students who were more severely disabled with ME/CFS were more 
reticent in joining the research project, and did not make an immediate spontaneous 
response.  Very ill people often feel that they have no contribution to make due to 
the impact of ME/CFS, with intractable pain and secondary depression leading to 
despondency thus an arbitrary cut off number may have been an unkind rejection of 
their considered offer to participate.   
 
The early responses to the research invitation seemed to point to the recruitment of 
participants who would be atypical of the majority of tertiary students.  In the first 
twelve respondents there were three Doctor of Philosophy students.  The post-
graduate experiences were likely to be unrepresentative of the general 
undergraduate student experience as they study under very different conditions.  
 
5.6 Reflections on Recruitment 
 
The enthusiasm to participate in the research was a surprise, especially as the 
request was asking for personal stories.  The rapid response to the research 
invitation would not seem to validate the point of view expressed by Goffman 
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(1963), Williams (1987) and Ben-Ari (1995) of the dilemma of having an invisible 
condition.  The lack of reticence to participate may be linked to my declaration in 
the research invitation that I too have the condition.  Being an ‘insider’ researcher 
could be considered an advantage as there has been increasing reluctance on the 
part of persons with ME/CFS to volunteer for social research (such as in the area of 
psychology).  On OzME listserv there had been discussion of how many research 
questionnaires had been ambiguous or lacked understanding of the nature of 
ME/CFS and thus did not reflect the reality of the condition.  Jason et al. (1997) and 
others have drawn attention to how many psychological assessment instruments are 
not validated for chronic illness assessment, especially research into ME/CFS.   
 
The prospective participants could see in the research invitation that this research is 
interested in their perspectives and their opinions.  A participant wrote when 
returning her consent form and Participant Profile Questionnaire: ‘I am looking 
forward to writing down my experiences, I am so glad you are doing this research, 
it gives so many of us a voice.  Most of the time no one wants to know.’ [Nola] 
The experience of Nola is similar to the view of Casey (1995, p.223) who 
concluded that ‘The problem, after all, is not with the voices that speak but with the 
ears that do not hear’.   
 
I am unaware of the participants having any motivational reasons for the decision to 
participate and this is an area which will be investigated in future iterative checking 
in Chapter 9. 
 
 5.7 Summary 
 
No difficulties were experienced in obtaining participants for this study.  All of the 
forty participants who consented to participate completed the Participant Profile 
Questionnaire which addressed the qualifications necessary for participation.  This 
questionnaire requested additional personal information which is collated and 
discussed in the next chapter. 
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Chapter 6 
 
Collated Participant Profiles 
 
6.1 Introduction 
 
The previous chapter detailed the recruitment of participants.  All forty participants 
completed the Participant Profile Questionnaire (PPQ)28 which provided me with 
the assurance that they met the eligibility conditions imposed on participation.  This 
chapter will investigate in detail the responses to the PPQ and implications which 
may arise from this.  
 
I designed the PPQ to: 
• assure me that the participants met the eligibility criteria to participate in the 
research; 
• be an introductory source about the individual participants; and,   
• give a reference background for each participant’s story (the second avenue of 
data collection). 
 
The focus of this chapter is on the second aspect of the PPQ listed above - the 
introductory source of information about the individual participant.  The next 
chapter will utilise the third focus of the PPQ for the individual reference 
background in the analysis of the individual stories.  This reference background of 
the participants could clarify issues in a participants’ story when their stories are 
read, assisting in the comprehension and understanding of their story.   
 
The PPQ will disclose information such as: 
• the duration of ME/CFS; 
• types of courses; 
• level of study; 
                                                 
28 Appendix 1 
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• mode of study;  
• duration of ME/CFS; and,  
• assurance that the participants meet the Ramsay/Fukuda research definition. 
 
I constructed the PPQ to provide a general composite picture of the participants, not 
to be a survey of research cohort characteristics. Yet this type of analysis is possible 
and the response given by each participant in the PPQ has been used to compile a 
tentative composite profile of ME/CFS students because presently no such profile 
exists.  Such a profile could indicate areas for more research and future 
investigation. 
 
6.2. Analysis and discussion of the Participant Profile Questionnaires 
 
The PPQ has not been designed with statistical analysis in mind.  I therefore have 
kept this compilation of the PPQ simple, using complete figures and/or percentages, 
rather than using complex statistical analysis.  Although comments were not sought, 
many participants proffered an explanation for their answers in response to the 
questions asked in the questionnaire.   
 
6.2.1 Question 1: Name. 
The gender balance was ascertained from this question.  There are 29 female 
participants and 11 male participants, which is 72.5% female to 27.5% male.  These 
figures closely resemble the overseas findings of 65-75% adult female to 25-35% 
adult male diagnosed sufferers (Hyde, Bastien & Jain 1992; Jason, Richman et al. 
1999; Marshall 1999).  Rowe (1999) had 72% female and 28% male participants  
(Australian figures which are limited to adolescents between 11-18 years).  The 
gender balance of the participants in this research is therefore reflective of findings 
of other research in Australia and overseas. 
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Table 6.1 Gender Balance 
 
Gender No. participants This research Other research
Males 11 27.5% 25%-35% 
Females 29 72.5% 65%-75% 
 
 
6.2.2 Question 2: Name of institution/s. 
This question revealed the names of the institutions where the participants were 
studying.  It was asked because it would show me if the stories, which are to be 
told, are representative of a few institutions or if a large number of participants 
attended one institution and thus could reflect a particular situation found only in 
that institution.  I found that five participants had been enrolled at one University, 
three other universities had four and another had three participants.  I felt that it was 
important to know, when I read the participant story, whether the institution was a 
TAFE or university as the accommodations and expectations in the two kinds of 
educational institutions could be different.  
 
The responses of the forty participants revealed that all states and territories of 
Australia are represented both by place of residence and location of institution. 
Twenty-four of the thirty-nine Australian universities are represented, and eight 
TAFE/OTEN institutions are also in the sample. 
 
During the research period there were multiple enrolments by some participants, 
which were not only within the same institution but also in other institutions and 
even other states of Australia.  Six students have had enrolments at more than one 
institution in the applicable period post-1994.  Six participants were enrolled at a 
university that was not located in their home state: two from South Australia, one 
each from Victoria, Queensland, and Tasmania were enrolled at New South Wales 
universities. One participant from the Australian Capital Territory was enrolled in 
Tasmania.  Generally this seems to reflect the availability of courses by distance 
education.  
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Eight enrolments were at TAFE Colleges/OTEN (two were in New South Wales, 
four in Victoria, and one each in Queensland and South Australia). 
 
     Table 6.2 Analysis by State for Participant's Place of Residence and  
           Location of Institutions. 
 
  Institutions 
State Residence University TAFE/OTEN 
ACT 2 2  
NSW 14 8 2 
NT 1 1  
SA 7 2 1 
QLD 5 4 1 
TAS 5 1  
VIC 5 5 4 
WA 1 1  
TOTALS 40 24 8 
 
 
6.2.3 Question 3: Name of course/s. 
Participants were requested to give the name of the course which they were 
studying.  This was to reveal if some courses are more popular than others with 
ME/CFS students and it could indicate difficulties or problems in different courses. 
This also indicated the level at which the participant was studying.   
 
The answers revealed that the forty participants had attempted, were currently 
studying, had completed or had withdrawn from fifty-eight courses ranging from 
Open Training courses, TAFE courses, undergraduate and combined undergraduate 
degrees, post-graduate diplomas, masters degrees by coursework and research, and 
doctoral studies. 
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As many students had multiple enrolments during the research period, either at the 
same or a different academic level, I decided that I would count all enrolments, 
rather than keeping strictly to one enrolment per student as this could assist in 
revealing withdrawals and transfers from courses.  Three students were enrolled in 
combined degrees.  Eight students were studying either university undergraduate or 
TAFE diploma courses.  There were thirty-four enrolments in undergraduate 
degrees.  Eight had studied at the post-graduate level and five students were 
studying for a Doctor of Philosophy.  This indicates that students with ME/CFS are 
capable of study at all levels of the tertiary education spectrum (even with the 
cognitive dysfunctions of the condition). 
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Diagram 6.1 Academic Levels of Study. 
 
This question also revealed the academic disciplines in which participants were 
enrolled.  There were twelve enrolments in science based courses, five in 
information technology/communication courses, five in health related studies, eight 
in education and two in commerce areas.  There were five enrolments in art, music 
and creative courses.  Eighteen enrolments were for studies in the arts and humanity 
areas, and three were for study in other miscellaneous disciplines.  
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These enrolment figures cannot be taken as being commensurate with the 
participants’ ability in the various academic disciplines.   Some students were 
enrolled in their courses prior to their contracting ME/CFS or receiving a diagnosis.  
Some participants pointed out that their admission to some post-graduate courses 
was the result of earlier successful study when they did not have ME/CFS.  
 
These figures raise many questions about course selection by the ME/CFS 
participants.  It could suggest that the level of the disability caused by the disease 
has deterred students from making applications in the hospitality areas.  The 
physical requirements of the creative arts - art and music (with the possibility that 
the physical demands of music practice or exposure to chemicals in art) may have 
deterred ME/CFS students from attempting to enter these disciplines.  
 
There were few students in the science/health/mathematics courses and this may be 
because of difficulties experienced with laboratory based subjects and dyscalculia.29 
No participants were in the fields of medicine, dental science, physiotherapy, 
optometry and only one student was enrolled in law.  This research questionnaire 
does not reveal if there are problems for ME/CFS students in gaining admission to 
these faculties; such as not attaining sufficient entry scores for admission, not 
applying or applying unsuccessfully to gain entry.  The low enrolments in the 
health/medicine fields could indicate perceptions of the physically demanding 
nature of these courses with long practical sessions and university requirements of 
full-time enrolment.   Additionally there may be the lack of accommodation that 
meets the needs of the students with MECFS such as a requirement to study full-
time.  Further research could reveal the reasons why this would seem to be 
occurring.  
 
There were a large number of participants enrolled in the arts, education and 
humanities’ disciplines.  This may reflect the availability of courses for part-time 
study or through distance education.  Alternatively it could reflect the  
                                                 
29 Further explanation of this symptom of ME/CFS occurs later in this chapter. 
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cognitive disabilities of ME/CFS and, in addition, many arts, education and 
humanities' courses do not rely on examinations as an assessment procedure.  
Considerations may also have been given to future employment opportunities in 
these fields that could be available on a part-time basis or would be less demanding 
physically. 
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Diagram 6.2 Courses (Academic Disciplines). 
 
6.2.4 Question 4: Number of years of course completed (if incomplete). 
This question revealed the longer time frames for completion which many of the 
ME/CFS participants were using.  Only five participants completed their 
qualifications in the expected full-time enrolment equivalent for their course.  One 
student required an additional semester to complete her qualification.  One 
participant was completing her qualification in time and a half.  Twenty participants 
were taking double the full-time enrolment time to complete their qualifications. 
Three participants had used triple the full-time enrolment equivalent time on their 
studies, and three others were taking four times as long as the full-time equivalent 
enrolment period.  As most institutions have time regulations, this slow study 
progress would take them beyond the maximum allowed times for completion; they 
would have to negotiate an accommodation for their slow completion.  
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One doctoral student has suspended her studies due to health.  Another student was 
excluded for failure (due to ME/CFS), three students gave no information as to why 
they had withdrawn.  The remaining two participants indicated that they had 
withdrawn from their course, but did not give details of how much of their course 
they had completed. 
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Diagram 6.3 Course Completion Rates. 
 
6.2.5 Question 5:  Are you studying part-time or full-time? 
This question was included as it was felt that this could reveal the effects of 
ME/CFS on full-time enrolment.  This could also indicate the ability of students 
with ME/CFS to cope with demands of full-time enrolment and whether they 
experienced health repercussions from this form of study. 
 
There were eighteen courses that were enrolled in on a full-time basis.  Three of the 
participants had been studying full-time prior to becoming ill with ME/CFS.  Three 
were enrolled in courses where it was compulsory to attend full-time (and later 
wrote they were struggling with their health downturn due to this requirement). ‘My 
course is not offered as a part-time course therefore I am enrolled as a full-time 
student, even though I do less work than this.’ [Margot] 
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Two were studying combined degrees, and another student was under the erroneous 
impression that to hold an Australian Post-graduate Award research scholarship she 
had to be enrolled full-time. ‘Full time (I’m studying full time because otherwise I 
cannot get a scholarship).’ [Nola] 
 
The enrolments in the remaining courses were on a part-time basis.  Five of those 
who had been enrolled in the full-time courses had changed to part-time enrolment.  
Seventeen had their enrolments altered, either to another course, or to a reduced 
study load.  
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Diagram 6.4 Enrolment Status in Courses 
 
6.2.6 Question 6:  Are you studying on campus or off-campus, or a combination of 
both, or in another format?   
Eighteen participants studied on campus, and twelve studied by distance education.  
Nine participants studied a combination of on-campus attendance and off-campus; 
usually this was distance education with the addition of residential schools, 
although some participants studied some subjects on campus and other subjects by 
distance education to reduce the physical stress of being on campus for all of their 
studies.  One participant, who had been enrolled in an on-campus course, found she 
was unable to attend to complete the last subject of her degree and her institution 
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accommodated her by providing tapes and lecture notes although this university 
does not offer distance education studies: 
At [university name] I studied some on-campus and some ‘other’ - where 
they taped lectures and mailed them to me, so it was off-campus completion 
of an on-campus course, sort-of. [Carla] 
 
The type of courses that are chosen could reflect the availability of distance 
education courses due to the limited range of courses. 
 
18
12
9
1
On campus
Distance education
Combination (DE &
Attendance)
Special exemption
 
Diagram 6.5 Course Delivery 
 
6.2.7 Question 7: Did you have ME/CFS before you commenced your course? 
Nine participants said they did not have ME/CFS when they began their courses.  
The gender breakdown was six female participants and three males.  Thirty 
participants (twenty-two females, and eight males) had ME/CFS when they started 
their studies.  One participant was doubtful.  
 
The answers to this question would also have an impact on the type of stories that 
are told.  It could reveal the different experience of the participant, as they changed 
status from a well person to one with a chronic illness.  Also it could reveal the 
struggle to obtain a diagnosis and how the necessary six month waiting period 
before a diagnosis is possible had affected the studies of the student.  
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6.2.8 Question 8: How long have you had ME/CFS? 
This question was designed to give me a better understanding of the stories as the 
point is often made that when improvement is mentioned in ME/CFS it is not so 
much improvement in the illness but rather an improvement in adapting to the 
limitations of ME/CFS.  McKenzie et al. (1995, p.67) say ‘many CFS patients have 
developed effective coping skills for their symptoms and disabilities, an especially 
important concern for long-term patients.’ 
 
The average (mean) duration of ME/CFS for the forty participants was 8.15 years, 
with a median of 7 years, and the range was from nine months to 25 years.  The 
duration in total years only was requested but nine participants included years and 
months.  Two participants gave the date of when they succumbed to ME/CFS.  The 
close detail provided in this answer would seem to verify the suddenness of onset 
and the impact of this condition on their lives.  Dwyer (1993, p.269) drew attention 
to how quickly persons may succumb to this condition.  
 
Then, on one easily remembered morning, she awoke, only to find that 
overnight her body had departed and a new one had been slipped into her 
bed.  Her body was that of a very old woman.  It protested that it did not 
want to move; it was exhausted.  More than that, it ached from head to toe. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Diagram 6.6 Duration of ME/CFS  
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6.2.9 Question 9: If ME/CFS commenced during your studies, how long did you 
 have to wait before you received a diagnosis?  Years    Months 
Ten students responded to this question.  Of the ten students who succumbed to 
ME/CFS during their studies there was much variability in the time that it took to 
receive a diagnosis.30  Average time taken to obtain a diagnosis of ME/CFS was 1 
year 11 months for the female participants. Average time taken to obtain a 
diagnosis of ME/CFS was 1 year 3 months for the male participants.  Only two 
females and one male were diagnosed in the minimum time of six months.  The 
small number of persons involved in this research sample means that no 
significance can be attached to this finding.  
 
The difference in the time taken to obtain a diagnosis between males and females is 
consistent with findings that have been made in research literature (Schweitzer 
1997).   Very few Australians had obtained a diagnosis in the first twelve months of 
having the condition, and some had been ill without a diagnosis for more than three 
years (Woodward, Broom & Legge 1995).  Woodward, Broom and Legge (1995, 
p.327) say of their own research: 
Only 11 of the participants had a diagnosis within 12 months of being ill.  
In contrast, 33 participants had been ill without a diagnosis for more than 
3 years. … Patients emphasised the adverse effects of having no diagnosis 
for their problems, particularly on their day to day health and well-being. 
 
Western Australian research also revealed difficulties in obtaining a diagnosis. 
 
The ambiguities associated with the illness and the physicians’ 
procrastinations in arriving at definitive diagnoses, and treatment regimes. 
…On average, sufferers consulted 5 physicians prior to diagnosis (Holloway 
& Pinikahana 1999, pp.15, 20).   
 
Clarke (2000) found in Canada that sixty-two per cent of her participants had 
sought a diagnosis from more than three doctors.  
 
 
 
                                                 
30 The illness must have lasted for a minimum of six months before a diagnosis of ME/CFS is 
allowed by definition (Fukuda 1994).   
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  Table 6.3 Delay in Diagnosis of ME/CFS  
 
 Female participants Male participants
4 years 6 months 1 year 10 months 
3 years 1 year  6 months 
2 years 1 month 6 months 
8 months  
6 months  
Time taken to obtain a 
diagnosis 
6 months  
Average time for 
diagnosis 1 year 11 months 1 year 3 months 
Diagnosis in minimum 
time 2 1 
 
 
6.2.10 Question 10: Does your ME/CFS diagnosis concur with the Ramsay- 
           Fukuda Diagnostic Criteria? Yes No.  
This question was the most difficult for the participants to answer.  They had to turn 
to the separate information sheet containing the details of Ramsay research criteria 
(widely used in U.K.) and then personally assess their illness experience to see if 
they met this research definition.31  All forty participants assured me that their 
illness complied with the Ramsay/Fukuda criteria. 
 
6.3 Additional Comments Arising from the Participant Profile 
      Questionnaire 
 
Additional information can be ascertained from the small research sample when the 
answers to some of the questions are compared with the answers to other questions.  
Further research with larger research cohorts is necessary to ascertain if these 
findings are statistically significant.  
 
6.3.1 Completions 
In all there were fifty-eight courses and three combined degree courses that the 
participants were enrolled in during the study period.   There were fifteen successful 
completions of courses reported in the PPQ, and a further eleven completions 
                                                 
31 Appendix 1. 
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occurred during the research period.   Two students concluded their studies with a 
lower award.  They decided to complete their studies by transferring to an 
undergraduate diploma rather than complete the three years of the bachelor degree 
course. ‘Diploma was completed but I had intended to do another 18 months for a 
degree.’ [Eleanor] 
 
Thirteen courses are still current, with the participants working towards their 
completion. 
 
6.3.2 Withdrawals 
At the time of collection of the PPQ there had been twenty-five withdrawals from 
courses and a further three withdrawals during the study period.   This equates to a 
withdrawal rate of 41% from courses which is a very high rate and warrants further 
investigation. 
 
A preliminary scattergram showed that the level of academic study was not of 
importance but rather the duration of the disease, along with the mode of study, 
which was significant.  Full-time students (on-campus) in the early years of this 
disease experienced the greatest difficulty and comprised most of the people who 
had to withdraw from the tertiary studies.   
 
There were three withdrawals by students in their first two years of having this 
condition which may equate to the initial acute phase of ME/CFS.  The participants 
offered no explanation of whether the reason was illness or regulation driven. 
Withdrawals occurred in the first decade of ME/CFS, with the withdrawal peak 
occurring in the fourth and fifth years of the illness (ten withdrawals). This also 
coincided with the peak in enrolments after the onset of ME/CFS for students.  
Withdrawals occurred at all levels of academic study, from TAFE certificate 
courses to Doctor of Philosophy.  No reasons for withdrawal were requested on the 
PPQ but in many cases the participants appended their reason for this outcome. 
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Early withdrawal from courses occurred due to regulations at some universities that 
prevent the suspension of studies early in a course. A severe ME/CFS relapse meant 
withdrawal became mandatory for these students.  Students, who were further into 
their course, had more to lose if they withdrew and were more reluctant to consider 
withdrawal; suspension of studies was often the preferred option.  Length of relapse 
was also a factor that impacted on withdrawal as the regulations of many 
institutions permit suspension for specified periods of time and, when course 
resumption is required, the ME/CFS student was still too ill to return to studies. 
 
Regulations forced four participants to withdraw from their courses: ‘Only able to 
complete 1 semester - unable to sit exams.’ [Maria]  Another participant, who 
informed me she was facing compulsory withdrawal due to regulations pertaining to 
delayed completion, was able to successfully appeal the regulations of her 
university.32   
 
This raises a number of unanswered questions: 
• Perhaps further study is attractive to students after the usual initial acute phase 
of ME/CFS (which usually lasts for two to three years)?   
• Have students enrolled as they felt ‘better’ and then they discovered they were 
not as well as they thought, or they suffered a relapse?   
• Were the accommodations that assist in successful study outcomes unavailable? 
 
Friedberg et al. (2000) found that there were increased cognitive dysfunctions in 
long term ME/CFS.  The high incidence of twenty-three withdrawals, during the 
period of three to ten years after the onset of the disease, may reflect an impact 
arising from cognitive dysfunctions.  
 
It is possible that the high number of withdrawals could indicate a biased research 
sample.  This may have occurred through the method of data collection by 
                                                 
32 This was after I had made her aware that the application of the regulations in her case possibly 
constituted Indirect Discrimination (Section 6, DDA 1992). 
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electronic mail or because students who had withdrawn had more time to participate 
in the research.  Further research in the future could clarify this situation. 
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Diagram 6.7 Withdrawals, Completions and Current Courses. 
 
 
6.3 3 Withdrawals from Science and Mathematically Based Courses  
There were twelve students enrolled in science courses, and only four are still 
currently enrolled in these courses.  Two students suspended their studies due to a 
ME/CFS relapse, and six have withdrawn.  Two students who withdrew transferred 
their enrolment to humanity courses.  Two of the withdrawals from courses were 
transfers to other courses, made necessary by their ME/CFS.  The comment was 
made, although unsolicited, that they moved to courses that did not have a high 
mathematical component.   
 
After getting ME/CFS I changed from a B.Ec. course to a B.A. course.  The 
B.Ec. had a compulsory second year maths unit which I would no longer 
have been able to manage. [Joanna] 
 
The enrolments in the scientific courses and those with a mathematical basis could 
have been affected by the nature of ME/CFS such as the symptom of dyscalculia.   
 
It is unclear from the questionnaire whether the cognitive dysfunctions (especially 
dyscalculia) are a factor or the physical effort of doing laboratory work and/or 
attendance requirements were responsible for the withdrawal from science courses.  
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The participant stories could reveal more information in this area.  It would seem 
that students enrolled in science or mathematics based courses may be at higher risk 
of withdrawal and further research investigation could verify if this is correct. 
 
6.3.4 Dyscalculia 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  6.4 Areas for Investigation in Future Research Arising from Questionnaire 
 
It is not apparent from the questionnaire the effects the severity of ME/CFS may 
have had on individual participants but this could emerge when they tell their 
stories.  It is also not clear whether ME/CFS was the sole reason for all the 
withdrawals, a partial reason or unrelated to the reason for withdrawal.  It is 
expected that the participant stories will offer explanations for the reasons for 
withdrawal from courses.  
                                                 
                                                   Dyscalculia 
 
‘Perhaps the one overriding cognitive dysfunction observed in almost  
all M.E./CFS patients, irrespective of their prior mathematical abilities, 
is the development of dyscalculia. 
 
Patients either have difficulty or cannot make small change, add up 
columns, do serial sevens subtraction.  M.E./CFS patients frequently 
cannot remember even their home phone numbers or combinations 
although they tend to have less difficulty with touch positions on a  
touch telephone or touch combination locks. 
 
A few exceptional children are able to overcome this problem with 
mathematics and dyscalculia.  However, in devising an educational 
programme for most children with M.E./CFS it may be worthwhile to 
abandon mathematics and related subjects if any hope of salvaging the 
child’s education is to be considered’ (Hyde & Jain 1992a, p.45). 
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The question remains, has it been the ME/CFS illness, the lack of accommodation 
and regulations on the part of the academic institutions or a combination of the 
illness and lack of accommodation which resulted in the high incidence of 
withdrawal from courses?  The sample of forty participants is too small to allow for 
definite conclusions to be drawn but it does suggest areas where more attention 
could be focussed in future research.    
 
Fennell (1995) and Jason, Fennell et al. (1999) found that there is staging in 
ME/CFS according to the level of personal adjustment but that it is also possible for 
persons to move in and out of the various stages.  The duration of ME/CFS and the 
personal adjustments which have been made to meet the limitations imposed by 
ME/CFS may have an impact on successful completions and/or withdrawal from 
courses.  This could be an area for further investigation to ascertain whether the 
duration and adjustments to ME/CFS are of importance in considering academic 
success and educational outcomes.   
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Suggestions for Future Research 
 
• Further research into the success of part-time study compared with 
full-time study outcomes would be advisable so that ME/CFS 
students may be advised of their likelihood of success.  
 
• Further investigation of the success experienced through distance 
education and on-campus study programs.  
 
• More investigation is needed to discover whether better 
accommodation would overcome the high incidence of withdrawal 
from courses, and whether proactive support for the ME/CFS 
tertiary students would be beneficial. 
 
• Investigation of whether the duration and adjustments made to 
accommodate ME/CFS by the student are factors which could be 
  predictive of successful academic outcomes 
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6.5 Summary  
 
This chapter has addressed the analysis of the Participant Profile Questionnaire, 
which was designed not for composite analysis, but to provide background 
individual profiles of the participants to aid in the understanding of their stories. 
The PPQ analysis has raised issues that have not been able to be adequately 
addressed because of the small number of participants but further exploration in 
other research projects could provide valuable information and new knowledge.  
 
The next chapter will be the retelling of the participant stories and the contents in 
these stories shall be juxtaposed against ME/CFS research to add validity to the 
lived experience of the participants.  Finally there is the general analysis seeking 
common emergent topics. 
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          Chapter 7 
 
The Participant Stories 
 
7.1 Introduction 
 
Chapter 6 reviewed the Participant Profile Questionnaire (PPQ) and created a 
general overview of the participants.  The other reason for the Participant Profile 
Questionnaire was to obtain, from the participants, information which would place 
their story into their individual setting and framework.  This would give me greater 
understanding when reading their stories.  The PPQ was therefore introductory to 
the stories.  The stories were gathered from the participants over a period of four 
months.  Some participants wrote throughout the duration of this period, others 
wrote only once.  Thirty-six of the forty participants wrote their stories.  Some 
stories were short amounting to only a few paragraphs, some were long and 
amounted to more than twenty pages.  The next three chapters shall analyse and 
evaluate the stories which the participants have told; in this chapter there is the 
retelling of a selection of individual stories with the evaluation of their contents 
against the medical condition ME/CFS; chapter 8 shall endorse the recurrent topics 
raised in the individual stories; and, chapter 9 examines the contents of the stories 
for emergent themes in a more political discourse of power relationships. 
 
 This chapter is the re-telling of the participant stories so that the reader can 
appreciate the lived experience.  To allow the reader to understand the stories more 
fully, an explanatory voice has been adopted to clarify the many differing 
experiences of the participants through causal explanations or research medical 
findings into ME/CFS.  All participants have received a pseudonym to protect their 
anonymity.  Each story retold in this chapter was returned to the participant for their 
comments, eliciting further clarification and authentication of their lived reality of 
being a tertiary student with ME/CFS.   
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7.2 Methodological Concerns 
 
Participants were given suggested areas for their stories which could be used to 
assist in their selection of focus areas.  This was optional and included the areas of 
assessment, dealing with staff, attendance and mobility on campus.  
 
Polkinghorne (1988) has drawn attention to narrative being constructed.  The stories 
of the participants are constructions from memory.  The stories are one-sided and 
only present the perspective of the tertiary student with ME/CFS as they have 
recalled and remembered the events.  Other persons may tell quite a different tale of 
the same events.  Issues may be submerged or overlooked in the recounting of their 
experiences.  ‘Long-term personal and generic narrative memories under strong 
self-schema pressures are reconstructed and non-veridical. … They are true to a 
teller’s self-image’ (Cortazzi 1993, p.82).   
 
Goffman (1963) maintained that storytellers are selective in their recall so as to 
retain their integrity and sense of their past life experiences.  The communication of 
narratives involves the choice of the segment which endows sense on earlier 
happenings even though these incidents may not have had significance at the time 
when they occurred (Josselson 1995).   
 
There were many factors in the process of gathering the stories of the participants 
which would have been valuable to have known:  
• facial expressions cannot be recorded when the participants’ write their own 
stories;   
• the time taken to write the stories; and, 
• if there has been rewriting, deletions, or other editing of the story before it has 
been forwarded to the researcher.  
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The constructions and content in the stories I have taken as being representative of 
the lived experiences of ME/CFS tertiary students.  It is this unique aspect of the 
personal lived experience which I shall endeavour to bring forth out of their stories.  
 
The motivation to participate can have a profound effect on the type of stories 
which are told.  Iterative checking one year after the collection of the research 
stories asked the participants about their motivation to participate in this research (if 
they remembered it).  The iterative checking also asked if they had guessed that 
their stories would be analysed from the perspective of human rights and equity.  
Comments arising from this iterative checking are included in the retold stories.33 
 
7.2.1 Selection Criteria Invoked in Choosing Participant Stories 
To assist me in the choice of the participant stories for retelling I decided the 
selection process would need to meet various criteria.  The stories of participants 
need to be as representative as possible.  I decided to select one participant story per 
educational institution so as to limit the impact of any atypical policies which one 
institution may have in place.  Due to my prioritising of this limitation sometimes 
the most compelling stories were not always selected.   I felt that preference should 
be given to the greatest range of educational institutions at the expense of other 
criteria categories. The six chosen stories of the participants represent six different 
universities in four states of Australia.  
 
 
 
 
 
 
 
 
                                                 
33 This iterative checking is addressed in detail in Chapter 9 but is also included in this chapter as it 
impacts on the perspectives of the participants which are expressed in the retold stories. 
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7.2.2 Method Adopted for the Retelling of the Stories 
In the retelling of the participant stories, I have taken the liberty of offering 
explanations for the incidents and events contained in the participants’ stories at the 
bottom of each page where I deem that this is warranted to give the reader 
clarification.  This technique has been adopted as often the experience of the person 
with ME/CFS can seem to be illogical for those who are not ‘insiders’.   
 
Habermas insists that ‘only to the extent that the interpreter grasps the 
reasons that allow the author’s utterance to appear rational does he [sic] 
understand what the author could have meant’ (Habermas, J. 1981, cited in 
Pusey 1987, p.63). 
 
The reader may therefore read the stories in their own right, or may read for deeper 
understanding of the impact of ME/CFS on the participant by accessing the 
                      Selection Criteria 
 
No duplication of tertiary institutions. 
Diverse range of student experiences to encompass the 
following: 
• Undergraduate experience: 
• Successful academic outcome; 
• Unsuccessful academic outcome; 
• Student succumbing during the course of their studies to 
ME/CFS; 
• Male student; 
• External student; 
• Variety of courses; 
• Post-graduate student; 
• Research student; and 
• A wide variety of ages if possible. 
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footnotes at the bottom of the relevant pages. There are in essence two stories which 
are told: the participant story and the explanatory story. 
 
7.3 Stories Included in this Chapter 
 
1.  Bianca’s story: the successful undergraduate student, a student already 
diagnosed with the condition prior to the commencement of her studies.  
(Duration of ME/CFS - thirteen years.) 
2.  Katrina’s story: the unsuccessful undergraduate student with diagnosis during 
the course. (Duration of ME/CFS - three years.) 
3.  Terry’s story: the ultimately successful undergraduate student, the story of a 
male student becoming ill during his studies. (Duration of ME/CFS - four 
years.) 
4.  Kathryn’s story: the successful mature age part-time off-campus student, 
diagnosed before the commencement of her studies. (Duration of ME/CFS - five 
and a half years.) 
5.  Marlene’s story: the post-graduate story - of a mature age student who has learnt 
to carefully pace her life and study requirements, studying part-time on campus.  
(Duration of ME/CFS - eighteen years.) 
 6. Teresa’s story: the post-graduate story - diagnosed before the commencement of 
her course and currently on leave from her studies, waiting for her health to 
improve so that she can continue with her research. (Duration of ME/CFS - 
nearly five years.) 
 
7.3.1 Bianca’s Story 
 
Bianca is a successful younger tertiary student with ME/CFS and the story reveals 
her persistence and determination to succeed with her studies.  She completed her 
bachelor degree and then went on to complete an honours degree.  She studied in 
the humanities field, part-time, both on and off campus and had had ME/CFS for 
thirteen years. 
 
 141
Bianca was motivated to join in this research project as she believed that the issues 
surrounding education and CFS have been ignored or stigmatised.  She supposed 
that it was an attempt to ‘out’ herself as she had collected a large amount of shame 
and guilt with her ME/CFS and allowed her to ‘debrief’ and heal a part of her 
‘amassed guilt and shame’.  She considers that writing her story for the research has 
done her a favour in this area.34   Later iterative checking elicited that she had felt 
very positive that this research would be concerned with equity and human rights 
and ‘could help other students who are struggling with the same issues and who are, 
for the most part, invisibly ill.’ 
 
When this access is affected by an illness which is stigmatised, it makes 
everything incredibly hard and greatly affects your perception of yourself.  I 
did guess that the stories would be analysed in this manner and this made 
me feel powerful and vindicated: as if I had been a part of a benchmark 
study which could make the ground easier for others in the future. 
 
Positioning herself as a sixteen year old who has ME/CFS, she would hate to be just 
beginning the struggle at school or university; institutions which she maintains do 
not adequately accept or accommodate this condition.   
 
Bianca never tried to have the University accommodate her medical condition to 
any great extent as she had the belief that the accommodating procedures, which the 
University had, would be withheld from her because of the nature of ME/CFS.  
‘Even more, I was frightened by the crap you have to go through to get them to 
accommodate it (even though I did not approach them).’35 
 
                                                 
34 Murphy and Mitchell (1998) have advanced the idea of using email for therapeutic writing and 
    White and Epston (1990) maintain that it may be therapeutic to write out one’s life story. 
 
35 This comment contrasts with: 
 ‘There are two key reasons why students do not take advantage of disability support services.  
In the majority of cases (20:62.5%) students not accessing services said they did not know 
these were available for ME/CFS, while a considerable proportion (9:28%) did not wish to 
disclose their medical condition’ (Mungovan & England 1998, p.8)  
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Bianca maintains that overall the members of the academic staff of her university 
were supportive of her illness needs. ‘During the Bachelor’s degree the staff was 
also very understanding.  All it took was a simple explanation if I was late to 
tutorials or feeling really ill whilst at a tutorial and I was excused.’  She barely 
attended any lectures or tutorials.  
 
I felt that much of this was a waste of energy and irrelevant (not to mention 
tedious and boring) so I concentrated on my reading lists and tried to make the 
gaps up myself.  Most lectures and tutorials were not compulsory so I wasn’t 
really missed. 
 
Her honours degree was different as she did not have compulsory classes, although 
she did have a meeting with her supervisor every month for discussion.  Initially her 
honours degree supervisor, although usually exhibiting fairly good humour, made 
her feel that she could become exasperated and impatient and did not understand 
her limitations and her slow response in completing work for submission.  ‘I felt 
that she pushed me very hard in the beginning but all that was needed was a greater 
explanation from me and she was fine: she became my greatest ally.’   
 
As a direct result of the struggles I went through, my supervisor 
recommended me to the head of school to take the student thank you address 
at the graduation ceremony.  It was very exciting and one of the highlights 
of my life so far! 
 
Bianca experienced feelings of frustration with her own performance.   
On two occasions Bianca allowed her illness to be taken into account for 
assessment.  The first time was to have an extension of one week on a fairly 
important assignment in research methods for her honours degree.  On the second 
occasion she was disappointed when she received a mark which was not 
commensurate with her efforts.  A successful appeal was made citing her lack of 
mobility affecting access to the library for research materials and her small number 
of participants in her research project was also primarily due to her lack of mobility. 
   
I was disappointed at first because I did not believe that the mark reflected 
the sheer difficulties and energy that it took for me to finish the thesis.   
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Retrospectively, Bianca became aware that she should have appealed her 
assessment marks as her work had been affected by a ME/CFS relapse.36  ‘Indeed, I 
felt a sense of shame that I felt I had to appeal my marks.’37   She justifies her 
attitude by adding that she did not feel that that she should have an ‘easy’ ride 
through university, and therefore endeavoured to manage without requesting 
accommodations for her illness.38  
 
As you can see, this probably made things more difficult for me, but at 
times, my pride was the only thing I felt I had left.  I wanted so much just to 
be ‘normal’ in terms of my health that I really knocked myself about doing 
my degrees.  It was a good breeding ground for my will, but bad for my 
health!39 
 
She was reliant on her family for transport as she could not drive a car.  Her mother 
drove her to the university.  ‘She was probably the one most inconvenienced by my 
time at Uni as she acted as chauffeur, social worker, chef and carer.  She deserves a 
medal!’ 
 
Mobility on campus caused problems and created difficulties.  Her university, in 
common with many other Australian universities, was ‘built on a horribly steep  
                                                 
36 ‘Another hallmark of this illness is the presence of relapses and remissions.  … The relapses, 
or periods of marked worsening of symptoms, may follow a variety of factors. … In some 
patients the relapses have no clear antecedent causes’ (Bell 1995, p.32). 
 
37 ‘The label of chronic illness in general or a specific condition may … be used in conjunction 
with terms such as non-compliance, to underline that people with chronic illnesses are 
irresponsible. … The greatest threat to people with chronic illness comes from self-labelling, 
… whereby sufferers internalise this lower status, revealed to them by ‘normals’ in society’ 
(Millen & Walker 2001, p.4). 
 
38 ‘While self-blame may act as a catalyst for action, it can also act as a limiting device if the 
woman does not feel she is responsible for or can change her situation’ (Wheeler 1992, 
p.202). 
 
39 ‘The blaming of sufferers for not getting well over time, the emergence of ‘mental illness’ 
explanations of ME/CFS … and stigma caused by on going denial by professional groups of 
the illness experience of ME/CFS sufferers’  (Millen 2002, pp.63-64) 
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hill’.  While doing her Bachelor’s degree she had to obtain a special disabled permit 
to park her vehicle in the car park closest to her lecture theatres and tutorial 
rooms.40 
 
The permit was very difficult as I had to get a medical certificate from a 
specialist, which made me feel like a fraud.  This was annoying to me and 
reeked of bureaucracy as most of the car parks were empty anyway! 
 
She grew to increasingly loathe the hills as the location of facilities on the campus 
also created many problems, particularly the library.  The library had been built 
near the top of a hill and the access was so steep that it had to be negotiated through 
the use of steps. 
 
It used to knock me out for a few days afterwards and I dreaded having to 
walk up there.  Unfortunately there was no parking close to it.  This walk 
used to knock out my brain function and I spent many a visit to the library 
wandering around in a daze, unable to remember what I had to do and why I 
had come.41 
 
The University was not built for people who have disabilities such as hers:  
They had good facilities for wheel chair access 42 but I felt I fell between the 
disability cracks a bit.  I used to burn with envy when I saw people running  
 
 
 
 
 
 
                                                 
40  This forced her into adopting a disabled role, probably because of disability and social 
connotations of the wheelchair symbol displayed on the permit.  Newell (1994) has drawn 
attention to the perceptions of those who have an invisible disability and do not need to use a 
wheelchair. Shakespeare (1994) has discussed the cultural representations of disabled people, and 
Finkelstein (1993) says that the use of equipment such as wheelchairs, which are not used by the 
non-disabled, confirms the user as a disabled person.   
 
41  In this comment Bianca describes the effects, created by her physical exertion to access the 
library, resulted in physical fatigue which in turn affected her memory and cognition.  See 
Footnote 9 for explanation of cognitive dysfunction in ME/CFS. 
 
42  French has summed up the construction of disability:  ‘Many social and psychological difficulties 
disabled people may experience … are largely the result of social, environmental and attitudinal 
barriers rather than the product of impairments themselves’ (French 1996b, p.118). 
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up the hill and the steep steps for their sports training. My urge to trip them 
was overwhelming and barely contained at times!43 
 
Her desire to trip the fit and able students gives some indication of her frustration, 
hurt and isolation with this condition and her inability to join in activities.   
 
Difficulties were experienced accessing the café and food areas which ‘were 
cleverly built at the very lowest point on campus.’  As the access to these amenities 
was so difficult, she ate before she came to the University or she brought something 
from home (a half hour drive away). The location of the facilities affected her 
coping as she was unable to access an appropriate room to rest and regain some 
strength and energy.  She tried to find justification in her decision to remain up on 
the grassy area where she rested and lunched instead of being bitter about it.   
 
I would have loved a place to lie down and recharge a bit before attending 
classes or visiting the library.  There was a room at the Uni for this but it 
was located at the top of the bloody hill, so was inaccessible (good 
planning!).44  Most days I made for the grassy area near the hill and lay in 
the sun.  It was probably nicer on the hill anyway!45 
 
Her socialising with her peers was limited through her inability to move about on 
campus.  While at university she only made one friend who was not even a student 
as she could not keep up with her peers.  She did not even try to make friends as she 
did not communicate well with others due to her extraordinary fatigue.  She 
                                                 
43  Gleeson (1999, pp.137-138) has drawn attention to the geographies of disability and his analysis 
of the urban city can be extrapolated to the design and architecture of university campuses, and he 
equates this to disability oppression.  ‘Discriminatory design is a critical manifestation, and cause 
of social oppression because it reduces the ability of disabled people to participate fully … an 
inaccessible-built environment reduces disabled people’s capacity to both engage in political 
activities and establish and maintain effective ties’ (Gleeson 1999, p.138).  
 
44 French (1996b, p.119) maintains that ‘Unless a broad view is taken of disability it is highly likely 
that any adaptations architects make will further disable people with dissimilar impairments’. 
 
45  Oliver (1993) has pointed out that much disability debate has centred on where the problems with 
disability are located.  While many able-bodied persons would consider that functional limitations 
are caused by the impairment,  he says that ‘disabled people have argued that they stem from the 
failure of physical and social environments to take account of the needs of particular individuals or 
groups.  
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believed that her peers thought she was aloof.  ‘I definitely wasn’t the life of the 
proverbial party, just mumbled now and again to show I was breathing!’46 
A year later, she further explained the difficulties which she experienced as a 
student.  She wrote that ME/CFS is a terrible illness that left her with little space 
with which to try and fashion a life. 
 
Whilst not terrible nor destructive in itself, it was one that I would not have 
the strength to repeat:  Simple physical navigation was terrible in itself at 
times due to stairs and bloody hills from Hell.  If I walked up the hill my 
brain was mush for the rest of the day which was difficult if I had a lecture 
or tutorial as no concentration was left.47 
 
Bianca has described her problems with her cognition which persons with ME/CFS 
often call ‘brainfog’.48  Bianca has summed up her experience as being a mixture of 
poor architectural planning at the University itself which made physical access 
terribly hard, a horrific and terrible illness experience, stigma and personal shame 
with her peers.49  
 
I was always terrified that my creditability and my ‘usefulness’ as a person 
would be called into question as a student, which was probably why I did 
not approach the University.  I also did not want to feel the pity of my peers 
nor face their attitudes about the illness.  Nor did I feel I was strong enough  
 
 
                                                 
46  ‘Some with this illness isolate themselves because of their physical limitations, others cut out 
social activities and time with friends due to their very low energy levels, and still others lose 
support because of the popular misperception of this illness as not 'real' may lead to 
disbelieving attitudes from family and friends’ (Jason, Witter & Torres-Harding 2003, p.112).  
 
47  ‘Headache, loss of ability to concentrate, the excessive need for sleep, excessive fatigue and 
myalgia following minor activity’ (RACP 2002, p.S43).  Also see Footnote 9 for more detail 
of Cognitive Dysfunction.  
 
48  See Glossary. 
 
49  ‘Within education, enabling environments are those which allow full access to learning and 
    free expression of knowledge, skills and understanding’  (Corker 1993,p.150).  With   
ME/CFS there is also the chronic illness itself to be considered.   
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to justify myself and struggle to try and educate them or the University.50   I 
just tried to go ‘quietly’ and thus made everything more difficult.  In 
retrospect, I wish I would have raised merry Hell. 
 
Her final comments were that the political medical constructs and the name, 
Chronic Fatigue Syndrome, were the biggest stumbling blocks to her student 
experience: if this area was dealt with by the community at large, with tertiary 
institutions being a part of that community, all other factors would fall into place.51   
 
7.3.2 Katrina’s Story 
 
Katrina is a younger undergraduate who was undiagnosed at the commencement of 
her tertiary education.  She had completed one and half years of her course before 
she withdrew.  When she commenced her studies she already had undiagnosed 
ME/CFS for five years.52  Her formal diagnosis was obtained during the course of 
her studies.  
 
Katrina ‘went straight from doing pretty well in high school to university.’  Over 
the last two or three years of high school she had been experiencing ‘the first 
symptoms of ME but they were not anything that could not be logically explained 
away by the stress of Year 12, not getting enough sleep.’53 
 
So, I started uni.  I really, really, enjoyed the course.  I love learning about 
the human body, the way it functions and what we, as [health practitioners] 
to be, could do to help it function to its optimum.   
                                                 
50  Marshall, Williams and Hooper (2001, p.17) draw attention to a survey by Action for ME 
which found that 70% of persons with ME are either never able, or are sometimes too unwell 
to attend a doctor’s clinic.  Bianca’s comment about being too exhausted to pursue issues is 
consistent with this finding. 
 
51  Jason, Taylor et al. (2001) discussed community attitudes to Chronic Fatigue Syndrome, 
especially the importance of a name in community perceptions of persons with the condition.   
 
52  ‘However, a diagnosis is often a long time coming.  I know the wait is frustrating’ (Moss 1995, 
p.19). 
 
53  Katrina has used the old name which was used for this condition prior to 1988 (Holmes et al. 
1988). 
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But Katrina soon found difficulties with the heavy first year load of this course. 
 
First year consisted of a 38 contact hours per week, which is a HUGE 
number of contact hours when compared to most university courses.  It 
meant that four out of five mornings I had an 8 o'clock start and often didn't 
finish until four or five o'clock in the afternoon.  For one semester, my 
Monday was an 8 am. start and a 9 pm. finish.  Add to this, that travelling 
time from home to uni. was 45 minutes each way.  No wonder I was tired, 
right?  This is what I kept telling myself, and in a way, it made sense.   
 
As the year progressed, she found that it had become harder for her to keep going.  
 
I kept telling myself that I was being lazy, that I'd just have to go to bed 
earlier, and make sure I did some proper study before the end of year exams.  
The thing was, it took all my energy just to get myself to school.  I'd often 
get there, sit through the first couple of lectures, without absorbing or 
learning anything, and then skip the rest because I was just too tired.  Yet I 
accused myself, and was accused by others, of just not caring, being lazy, 
and I deserved to fail.54  
 
Katrina addresses her difficulties with examinations.  ‘Needless to say, my exam 
results at the end of the year weren't all that crash hot.’  It was decided, that the 
following year, she would repeat the subjects she had failed and ‘pick up’ a second 
year subject as well.  ‘I thought to myself that this would be a breeze - I was only 
doing half the work load of the previous year, and I'd already done most of it before 
too.’   Katrina expected that resting over the summer vacation would help. ‘The end 
of summer vacation came, and really and truly, I was no more rested then, than I 
was at the end of the last year.’   
 
She was optimistic at the commencement of her second year. ‘So, second year 
started, and much to my self-annoyance, things not only didn't improve, but they 
got worse.  I was so angry at myself, and yet there seemed to be nothing I could do 
about it.’ 
                                                 
54  People with ME/CFS ‘feel guilty at having let down their colleagues, or worry about [what they] 
might be thinking. ...Very often when these people realise they are ill and have lost a degree of 
control over their lives, everything begins to crumble’ (Dawes & Downing 1989, p.127). 
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Nonetheless, I tried, but as the year went on, things with me got worse and 
worse.  I was probably missing more classes than I was attending, and all 
the time, I kept blaming myself, and I know others did too.  Finally, one  
morning, it got to the point that I just couldn't extract myself from my bed 
any more.  My body had obviously had enough.55  
 
Katrina realised that something was wrong and she sought medical help. 
 
It was only then, that I allowed myself to think that maybe there was 
something more to it than just me being lazy, and so, I went to the doctor.  
That's a whole other story in itself, but not relevant to this study, so we'll 
just say it was an ongoing experience that resembled bumper cars, roller-
coasters and the shooting gallery all in one!56 
 
Initially, she was given a medical certificate explaining her immediate problem, and 
she was able to defer her end of year exams until the following year. 
 
Things didn't improve, in fact, they got worse, and I finally got a hesitant 
diagnosis of ME/CFS, and that really, was that.57  The response of people at 
university was varied, but not much.  Not many people had heard of it 
before, and at that time I was calling it Chronic Fatigue Syndrome because I 
had no other name for it. (I now use M.E. because it sounds so much more  
like an illness, rather than just being tired - it's a psychological thing for the 
people I'm explaining it too).58 
 
                                                 
55  This story of total collapse is common when persons with ME/CFS try to push on with their 
activities (Dwyer 1993; Mayne 1987).  ‘It is often said that up to 75 per cent of patients with 
CFIDS have an acute onset of illness.  But on close questioning, many, perhaps the majority, had 
mild symptoms suggestive of the illness prior to the acute onset’ (Bell 1995, p.29)? 
 
56  Grbich (1996, p.32) draws attention to the need for the medical profession to differentiate  
    malingering from legitimate illness.   
 
57  Holloway and Pinikahana (1999) found that there are long delays in obtaining a diagnosis. 
Holloway (2001) on Radio National drew attention to these problems: 
   ‘In the research that I did I found a very direct correlation between the speed with which 
people were diagnosed and their recovery rates [from the acute stage]. … The focus should be 
on getting a much greater acceptance within the medical community that CFS is a reality’ 
(Holloway 2001). 
 
58  The name Myalgic Encephalopathy was more respected and has more credence than either 
Chronic Fatigue Syndrome or Florence Nightingale Disease with medical students (Jason 1999).  
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Katrina had come to the conclusion that the name of Chronic Fatigue Syndrome 
was affecting the attitudes of others towards her and so opted to use the older name 
of ME.  She was also confused about the condition with which she had been 
diagnosed. 
 
I didn't really know much about it myself, and was getting mixed reports 
that it's all in my head from some doctors and then other doctors who 
believed the disease is real, but didn't really know that much about it and  
were unable to help me.  With all this confusion from the "professionals", I 
wasn't in much of a position to sway the doubts of my peers and lecturers.  
Most of them just saw me as lazy and a bludger, and that I deserved every 
fail I got.59 
 
The second part of Katrina’s story focussed on other people’s reactions to herself. 
 
As my symptoms were increasing in number and severity, but I didn't realise 
that I was actually ill, my class mates all pretty much had the same view of 
me, I think.  From what I could ascertain by eavesdropping, and what I 
picked up in attitude and body language, they thought I was being lazy, and 
just generally couldn't be bothered, and therefore deserved everything I got.   
 
Katrina was in a small faculty.  She ‘liked it in as much as you got a chance to 
know everyone in your year’.  The smallness of her class was an advantage 
academically to her, but not a social advantage.  
 
You got more individual attention in prac classes. However, it also made it 
more glaringly obvious when people didn't like you, or the way you acted or 
your attitude, or whatever.  It was quite plain, when my symptoms became 
really very bad, that people didn't want to have anything to do with me.  
Maybe I was a ‘bad influence’ or just not smart enough to hang around with 
them.  Maybe it was because I didn't have the energy to do things with them 
after classes.  I really don't know, because it hurt, and I'm not the kind of 
person to go up and discuss it with the people hurting me - especially since 
there were 24 of them and only one of me!  I guess I really must have  
                                                 
59  Katrina has drawn attention to the conflict between the hypothetical psychiatric paradigms of this 
disease (Demitrack 1996; Hickie 2000; Straus 1994; Wessely, Hotopf  & Sharpe 1998), and the 
physical paradigms validated by research findings of many scientists (Behan 1995; Carruthers et 
al. 2003; Hyde & Jain 1992b). 
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looked like a lazy, apathetic sod to everyone.  I even felt that way about 
myself, which is why I kept pushing myself harder, and unwittingly making 
myself sicker and sicker.60 
 
Katrina found that she was not only physically ill, but she was also socially isolated, 
and considered that with a socially acceptable condition maybe she would have had 
credence.  Her self-confidence and belief in herself as well as her quality of life was 
affected. 
 
When a diagnosis was reached, I didn't attend for long afterwards.  Initially 
the announcement that I had an illness helped explain my ‘attitude’ of the 
past few months.  But when people learned the name of the illness - chronic 
fatigue syndrome - the general attitude was (and this isn't limited to my class 
mates, but most members of the general public) ‘well, I get tired too, you 
know’.  There was complete misunderstanding.  In fact, once they heard the 
name, they didn't even want to hear me try and explain (although I don't 
know how articulate I would have been, I still struggle to try and explain it 
now), they just shot off, as if all their initial assessments of me had been 
confirmed and I was just a bludger.  It was awful.  I am not a bludger - 
really truly.  I like learning and studying, but it didn't really make any 
difference.  Anything I said was just background noise from then on.  
Fortunately, in a way, I was too sick to do anything about it and couldn't 
continue going to class anyway, so the humiliation didn't last too long. 61    
The worst bit about finally "giving up" and cancelling my enrolment was 
that one of my sustaining thoughts was that I would go back and finish the 
damn course just to prove to them that I'm not a quitter. 
 
                                                 
60  Many have mentioned the problems of the public misconceptions of the name of Chronic 
Fatigue Syndrome, and the connotations of being lazy, malingering and without creditability 
(Bell 1991; Hanson 1998; Johnson 1996; Kenny 1994).  ‘Malingering is making up symptoms 
in order to obtain something. ... There is a simple way to prove that CFIDS is not somatization 
or malingering.  ...  In CFIDS the symptoms are not random - they form a specific pattern.  
The statistical odds of any two patients describing these numerous symptoms in an identical 
way are astronomical’ (Bell 1995, p.56). 
 
61  Woodward, Broom and Legge. (1995, p.327) found that the diagnosis of ME/CFS was not 
necessarily associated with social understanding, and for most people it only partially alleviated 
the social problems which had arisen.  Suicide is an option which may be taken if the person with 
ME/CFS finds that they are too isolated and lacking creditability for their physically painful 
suffering (King 1999). 
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She is sorry that she is not going to be able to fulfil this desire due to ongoing 
nature of her illness.  ‘It still grates every now and then, but that's just the way it is.’ 
 
In the third instalment of her story, Katrina focussed upon her relationship with the 
head of the department.  
 
Of course, she had no idea that anything was wrong with me, because I 
didn't know anything was wrong with me.  She didn't lecture me on good 
study habits, or the importance of keeping up to date or anything like that, 
we just sat down together and looked at the problems I was faced with and 
came up with practical solutions.  [Name] was absolutely fantastic.  She was 
understanding (I know she believed me) and did everything she could to 
help me out.  She arranged for a deferment of my placement in case I got 
better, and wrote letters to all the appropriate people explaining the position.  
I cannot tell you how much I appreciated her then, and still do now.   
She told me not to worry, to see what I could do about getting better and that 
she'd arrange everything about exams and whatever, and have them deferred 
until the end of January in case I was better by then. 
 
This non-judgemental approach by the Head of the Department and also the 
acceptance of herself as a worthwhile person meant much to Katrina.   
 
I'm quite positive she thought something was wrong before I did (or at 
least before I admitted it).  She was absolutely fantastic. … She knew I was 
having problems with migraines and my jaw, and whenever I could feel a 
migraine coming on, she'd insist I go home and she made sure that someone 
else got all the notes for me to copy and another copy of the handouts for me 
to collect.  I don't think all this ‘special treatment’ did me many favours in 
the eyes of my class mates, but I really did appreciate it. 
 
The situation progressively worsened for Katrina, until the day when she just could 
no longer attend the university.  She rang the Head of the Department to explain her 
difficulties as she was the only person who did not treat her with scepticism.   
 
When the end of the year came around and I was still unfit to take the 
exams, I was also really disillusioned and disheartened by the whole M.E. 
thing.  I think some part of my brain kept trying to tell me that I'd be better 
next week, or "just give it a month and you'll be running around again", but 
my body kept proving it a lie.   
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The Head of Department offered to arrange another year’s deferment but Katrina 
asked for her enrolment to be cancelled altogether.  Katrina was heartened that even 
then, the Head of Department told her that if she was ever able to come back, 
(although she would have to go through the whole selection process again), to 
telephone her and she'd put in a good word for Katrina.62  All of the arrangements 
for withdrawal were made and Katrina was grateful that she did not have to go in to 
the university more than once. 
 
In the fourth mailing of Katrina’s story, the focus was on the external campus 
environment and how the university buildings are not disability friendly irregardless 
of the type of disability. She refers to the common concept that the image of 
disability is circumscribed by wheelchair access.63   
 
The main building that I was in had long ramps and escalators that stopped 
at every other floor on the odd occasion that they were actually operating.  
There was a lift, old and slow, that the staff were allowed to use.  I'm sure 
that if you were in a wheelchair, they may have condescended to allow you 
to use it, but I think that's about it.  At least, that's the attitude I came across.  
 
Katrina has also drawn attention to some of the visual and balance symptoms of 
ME/CFS which affect mobility such as depth perceptions.  Difficulties with other 
buildings on campus are then assessed by Katrina. 
 
The lecture theatres and other buildings that I used most often all had steps 
(I can't use steps - not only are they tiring, but my diminishing depth 
perception and all sorts of other lovely complications make my progress on  
 
 
                                                 
62  This is an example of the inflexibility in the rules and regulations where students who have to 
withdraw through illness have to recommence the whole selection process for admission from the 
beginning instead of reinstatement in their previous course being an option. 
 
63  Newell (1994) has also drawn attention to this concept of disability.   
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steps ridiculously slow). 64 I can't even remember seeing elevators in several 
of the buildings.  That doesn't mean they weren't there, but they were by no 
means prominent.65 
 
Even using the library was hard.  Having to navigate a flight of stairs with 
several heavy books in your arms or on your back was definitely um, 
trying?! 66  Same sort of thing [happened] getting to the cafeteria or the 
student union or anywhere really.67  
 
As an afterthought, she mentions her problems with the distances from the car park 
to the campus buildings.  She had been unaware that if she had obtained a disability 
parking permit from her local council, disability parking concessions would have 
been available. 
 
Katrina did not know that there was a disability office on her campus and even so if 
she had known it would have been a physical effort for her to access it.  She points 
out that she was unlikely to have accessed the disability office as she did not realise 
that having ME/CFS meant she was considered disabled.  She thought that 
disability equated to physical disabilities (such as wheelchair use and blindness) 
and not to those people, such as herself, with a chronic illness from which she was 
hoping to recover.  
 
                                                 
64  ‘Visual complaints, including blurring, diplopia, photophobia, and transient photisms or 
scotomatas.  Dysequilibrium included brief episodes of true vertigo as well as a chronic 
sensation of being “off-balance”’ (Warner, Heffner & Cookfair 1992, p.349).  See glossary. 
 
65  ‘If the way that disabled people are expected to get into a building is round the back, past the 
bins and through the kitchens, what message does that communicate?  How will it make a 
disabled person feel?  Will that message and those feelings enhance or undermine their ability 
to participate? … At a deeper level it is about a sense of belonging.  Until the environment 
supports mobility impaired people’s participation with dignity and pride intact, this sense will 
continue to evade them’ (Napolitano 1996, pp.33,35). 
 
66  Macintyre (1989, p.14) and Shepherd (1992, p.46) mention the muscle problems and muscle 
weakness brought on after minimal effort.  
  
67  ‘Physical inaccessibility is social oppression: macro land use patterns and the internal design 
of buildings discriminates against disabled people by not taking account of their mobility 
requirements’ (Gleeson 1999, p.137). 
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With iterative checking one year later Katrina restated that she had experienced 
physical and emotional difficulties as a student.  She acknowledged that  
she experienced more profound difficulties with the political and medical 
construction of this disease.68   She believes that both tertiary institutions and 
legislative bodies need to address the difficulties created by the medical 
construction and community perceptions of ME/CFS.69 
 
7.3.3 Terry’s Story 
 
Terry’s story was chosen as an undergraduate story as he became ill during the 
course of his degree studies.  He is a representative of the eleven male participants 
as their stories may be different from the stories told by the female participants.  He 
wrote his student story in four different letters over the research gathering period. 
Terry was mid-way through his first undergraduate course when he succumbed to 
ME/CFS.  He volunteered to participate in this research project as he knew how 
hard it is to get people to participate in research.  He had guessed that the stories 
were going to be analysed for equity and human rights issues.  He felt challenged 
with the possibility of writing his story as he was interested in whether he could 
write something that was coherent; he had not written anything for a couple of years 
so he says ‘wanted to see if my brain still worked’.  
  
I was happy enough to tell my student story although at some stages I 
experienced some undesirable emotions.  For instance, writing about being a 
student made me long for some of the experiences I had studying, mainly 
ones I had had when I was healthy.  This caused a great deal of frustration 
because at the time I was too unwell to study. 
 
 
                                                 
68  ‘The re-examination of past illnesses and their recasting into the domain of the psychosomatic by 
modern medicine has placed under a cloud several chronic illnesses which have yet to be fully 
explained by medical science and created a public scepticism and devaluation of individuals with 
recognised chronic illnesses’ (Millen & Walker 2001, p.91). 
 
69  ‘People with ME/CFS, their carers and their service providers have been marginalized by major 
institutions, service providers and the wider community’ (Mungovan & England (1998, p.21).   
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Terry commenced telling his student story by backgrounding how he became ill. 
‘Picking when the Glandular Fever became Chronic Fatigue Syndrome would be 
extremely difficult and I feel both arbitrary and subjective, as four years on I still 
experience most of the symptoms of Glandular Fever.’  ‘During my 3rd year of a 
Bachelor … degree at the University I contracted Glandular Fever.’70   His general 
practitioner’s diagnosis was originally Post Viral illness and remained as Post Viral 
illness.71  ‘However, various other doctors and specialists have diagnosed me as 
having ME/CFS.  I didn’t receive a diagnosis of CFS until I finished the degree.’  
 
By the time the exam arrived in November [year] I was still severely 
affected by illness.  As this point a diagnosis of ME/CFS would concur with 
the Ramsay/Fukuda diagnostic criteria, although I write this in hindsight as I 
had not received a diagnosis of ME/CFS.  I was forced to cut back my 
subject work load from full time to one subject (12% work load).  For the 
rest of the year my attendance to the subject was limited and I relied heavily 
on the note taking ability of a student from the subject who lived locally.72 
 
The lecturers and tutors were quite supportive especially as this was during the 
period he studied with what he now knows was CFS. 
 
It was however, an exhausting process going to the doctor every couple of 
weeks getting medical certificates and trying to track my subject coordinator 
down to get extensions.73  This is an unwanted stress that could be avoided  
if I and my G.P 74 had had a better understanding of the illness.  I could 
perhaps have spoken to the subject coordinator at the start of the semester  
                                                 
70  Often ME/CFS is initially misdiagnosed by doctors as glandular fever in the early stages (Hyde 
1992a). 
 
71  ‘The concern of some [doctors] that ‘medicalisation’ associated with providing a diagnostic label 
of CFS [therefore make] a more non-committal diagnosis, such as ‘post-infectious fatigue state’’ 
(RACP 2002, p.S45). 
 
72  Why he did not obtain notes from the lecturer in the subject is unclear from his story.  Was it 
because he did not have a diagnosis yet, or he did not think to access the lecturer? 
 
73  ‘Both students and staff commented on the continual negotiation process that occurred with their 
education institutions. … One quarter of the student respondents commented on the issue of 
providing excessive medical documentation, with many repeat requests from teaching staff’ 
(Mungovan & England 1998, p.11). 
 
74  See Glossary 
 
 157
and explained my condition and limitations and got my G.P. to cover me 
with longer medical certificates and perhaps a note of explanation to the 
staff.  
  
Terry pointed out that when studying with CFS having a diagnosis and information 
about the disease can help the student to access support from University staff.75 He 
says that with a doctors certificate he could have an extension and by using the 
University doctor at exam time he could have accessed supplementary examinations 
on medical grounds.  
 
Terry withdrew from study for approximately fourteen months.  When he returned 
he limited his study load to eighty-eight percent of full time study.  He carefully 
planned his workload throughout the semester but he found that he was overloaded 
at the end of the semester with assignment work to be completed plus study for 
examinations.76 
 
Whilst I roughly planned out the semester in an attempt to disperse the 
workload, by working steadily and getting in tutorial papers, essays, 
assignments, etcetera early in the term, I succumbed to the mountain of 
work which is laid on late into a semester.  This and the stress of exams 
caused my condition to dramatically deteriorate.  In fact for the last 2 and a 
bit years I have been on  … social security as I have been too ill to do the 
post-graduate studies I had intended to do or to work.  Talking to lecturers 
about providing the work schedule early may have helped me to balance the 
workload better throughout the semester. 
 
 
Terry found that he had problems with examinations, particularly with the physical 
demands placed on him. 
 
Exams as a method of assessment were not appropriate for me with CFS.  I 
found I had to leave supplementary exams after 2 hours of a 3 hour exam.  I 
                                                 
75  The obtaining of the diagnosis and having a name for the condition is important to persons with 
ME/CFS (King 1999; Woodward, Broom & Legge 1995).   
 
76  Other participants who study by distance education have drawn attention to the late arrival of 
study guides at the beginning of the semester which means that they also become overloaded in 
trying to keep abreast of their studies.  
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was just not well enough to the stay for the duration.77  Using 
supplementary exams on medical grounds did break up the work load yet 
the prolonged concentration of an exam made me feel physically ill.  Exams 
had become a nightmarish experience as I tolerated vertigo, dizziness, 
feeling faint, nausea, muscle aches, soreness and exhaustion that still has not 
been relieved by rest. 
 
Terry was endeavouring to do examinations under severe physical duress, a 
situation which meant that he was unable to concentrate on his examination or 
produce the desired answers to obtain a grade which was commensurate with his 
ability and preparation.  
 
I am sure the university could have accommodated for my limitations but I 
did not have the energy to find this information.  This in hindsight would 
have been an excellent opportunity for me to access support from a student 
disability officer perhaps.  Mentally I was too fatigued to think problems 
through clearly.78 
 
The inadequate provision which is made for students who sit examinations with 
such physical and cognitive difficulties concerned Terry.79   He feels that these 
problems affected his grades and in turn this would affect his inclusion in an 
honours course. 
 
I knew that I could pass exams despite leaving with a third of the time 
remaining and while I got credits for most these marks are probably not 
enough for me to do honours in [my chosen discipline] which I had wanted 
to do.  The [Faculty] Department told me they can not objectively quantify 
how my marks were affected by illness and although they were sympathetic 
                                                 
77  This contrasts with NBEET (1994) recommendations to accommodate students with ME/CFS 
with extra time for examinations.   
 
78  This is one of the paradoxical difficulties with ME/CFS – persons are so affected by the 
exhaustion of the condition they do not have the energy needed to negotiate appropriate 
accommodations without possibly engendering a further downturn in their health.   
 
79  Beasley (1995) pointed out that normal ‘students ask themselves if they have studied the right 
work, whereas ME/CFS students ask themselves if they can last the distance’.   
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all I could do was to get a letter from my doctor which would be taken into 
account if I have the same marks as another candidate for Honours.80 
 
Mobility on campus limited his access to facilities. He needed to use a room for rest 
and he substituted with the library facilities. ‘Finding a place on campus to sleep, 
rest or lie down would have been useful to me and while the library served this 
purpose it was both uncomfortable and undesirable.’   
 
Returning and borrowing books from the library taxed him physically and he was 
affected when the desired book was not available for loan. 
 
Making library trips just to return books was a draining process for my 
dwindling energy supply.  A mobile library sure would have been good.  
Making library trips only to return empty-handed due to books being out or 
hidden left me exhausted, despondent and discouraged.  
 
 
The social side of campus life was circumscribed by ME/CFS.  Having experienced 
study as a healthy student and as a student with a chronic illness, Terry has 
described the contrast in his student life.  
 
I only had energy to study with CFS and couldn’t enjoy the other facilities 
or aspects of University life.  Not having the energy to socialise meant that 
when I studied in [year] I didn’t know any of the third years as the people I 
was in third year with in [year] had moved on.  This meant I didn’t have the 
same support as when I studied in a healthy body and yet needed more now 
that my health had deteriorated.  For instance, notes when missing a class, 
study partners, sharing library resources and [having] people to discuss 
[issues with, who had] empathy, and [with whom I could] relate to 
particularly in respect to subject matter.  
 
Terry was doing the minimum of work as his need to conserve his limited energy 
was more important than enriching his studies.   He developed methods of 
conserving energy which included avoiding any readings that were not absolutely 
essential and skipping a large number of tutorials and lectures. 
                                                 
80  There is no provision made in regulations to adjust grades if the student manages to pass and this 
can affect entry into courses like honours or grades needed to obtain post-graduate research 
scholarships such as Australian Postgraduate Awards (APA). 
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I was forced to make qualitative, subjective judgements on what would be  
assessed and what was essential learning.81  This is certainly not what the 
learning experience at University should be about in my opinion.  It was far 
from my ideal circumstances nevertheless an important part of how I coped 
and passed albeit without the full satisfaction and enjoyment that the 
learning process offered me when I was healthy.82 
 
Other areas where he found difficulties were then addressed.  Although not 
knowing the medical reason for his inability to stand in queues, he explains the 
difficulty. 
 
Long queues at University, such as those during enrolment, made me feel 
dreadful.83  I subsequently found out after I became too ill to study that 
seeing the student disability officer may have helped me avoid this.  
However, if you don’t know what is wrong with you how do you approach a 
student disability officer?  This is why, once again, a clear diagnosis is 
important.84  
 
                                                 
81  Students who commence their studies with ME/CFS are less able to make these comparisons 
between the differences that is the ‘normal’ student experience and the experience of ME/CFS 
student life on campus, so the comments of Terry are enlightening. 
 
82  Coping in this manner by students with ME/CFS may assist with some perceptions of them being 
lazy and not applying themselves fully to their studies.   
 
83  The inability to stand in queues is a common difficulty for persons with ME/CFS.  There are a 
number of medical reasons which contribute to this problem (Shepherd 1992).  Neurally mediated 
hypotension, reduced blood volume and orthostatic intolerance are symptoms in ME/CFS and 
have been researched extensively.  Reduced total blood volume in persons with ME/CFS, means 
that there is less blood flow to the brain when sitting or standing, therefore poor brain function and 
syncope feelings (AYME 1998; Streeten & Bell 1998). Neurally mediated hypotension is low 
blood pressure due to neurological causes (Calkins & Rowe, 1998; Stewart et al. 1998).  Other 
research has investigated orthostatic intolerance in ME/CFS.   Jacob et al. (1999) have discussed 
the problems experienced through cerebrovascular resistance in ME/CFS patients with idiopathic 
orthostatic intolerance brought about by the effects of standing.  This could also affect the blood 
flow to the brain (Klimas & Wallace 2000; USDHHS CFSCC 2000). 
 
84  Woodward, Broom and Legge (1995, p.327), found that ninety per cent of patients had nominated 
diagnosis as the single most helpful event in the course of their illness. They have also drawn 
attention to the adverse effects of having no diagnosis for their problems, and how this impacted 
on their day to day health and well-being, even though diagnosis did not result in social 
understanding.   
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Obtaining accommodations, when there is no firm medical diagnosis, precludes 
students accessing the Disability Liaison Office of the university and this created 
difficulty for Terry. 
 
 ‘It is not possible to put a price on health,’ according to Terry.  He had become 
aware that he would have been in better health now if he had retired from his 
studies when his body found the going too difficult ‘rather than trying to push 
through the exhaustion, confusion and pain.’  Terry feels that he made his health 
worse by persisting and he did not receive the academic marks of which he was 
capable.85  He offers this advice ‘I think if studying makes your symptoms worse 
then you need to seriously question whether you are ready to commence or 
recommence studying.’86  
 
Terry addressed his return to study in his second chronicle.   
 
[He found that] returning to full-time study after a 6 months lay-off was a 
daunting proposition.  The 6 month break had allowed me the chance to 
make some minor improvements to my health through rest and better 
nutrition, cutting down on stress and most of my commitments outside of 
study.  I had had a chance also to look at the subject choices I had made 
during [the enrolment period]. 
 
Six months had elapsed and some mental clarity had been ‘restored and some of the 
mental fatigue having dissipated’ so he amended his enrolment.  He considered his 
physical needs, so not only had subject requirements of his course been considered, 
but the very timetabling of subjects.  Changing his subjects allowed him ‘to have a 
timetable which required attendance on only Monday, Wednesday and Friday’.   
 
                                                 
85  Kindlon & Kindlon (n.d) has also drawn attention to trying to push through and keeping active 
but which has adverse health repercussions. 
 
86  ‘When fatigue is prevented, difficulty with focussing, thinking clearly and remembering also 
decrease.  Learning to slow down, rather than push myself harder, was extraordinarily difficult.  
There were the internal and external voices I heard daily: “Don’t be such a slacker,” “Try harder,” 
“Do more,” “Get more exercise,” and “Get over it”’ (Bruno 2002, p.277). 
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Survival is the appropriate word here as in my condition I think flourishing 
would have been impossible.  The day break between lectures and tutorials 
meant that for most of the semester I could catch up on the extra rest I 
required.87… I arranged my subject timetable so the earliest lecture, tutorial 
or practical was eleven o’clock.  This was just fortunate for me that the 
subjects were structured like they were because at this stage of my illness 
mornings proved a difficult period for me to function.88 
 
Even accessing the university itself was another drain on his limited energy 
resources. 
It also meant I could avoid having to endure the tiresome walk to the bus 
from home then from the bus stop to the University and vice versa. 
Although the total distance of walking to the bus from home then from the 
bus stop to University was only about 800 metres some days it would leave 
me exhausted before commencing study.89 This was particularly the case 
when carrying a heavy bag full of reading resources.  The bus trip was also 
quite a nauseating experience especially if the bus was redolent with exhaust 
fumes or filled with a lot of people and little oxygen.90 
 
Before the onset of Glandular fever and then Chronic Fatigue Syndrome he had 
found that the bus ride had been an enjoyable aspect of his day as it had provided 
him with the opportunity to talk to his friends who were studying, working or 
shopping. With CFS, his energy having become a precious and scarce commodity, 
he would be relieved if he did not know anyone on the bus.   
 
 
                                                 
87  ‘[ME/CFS] is characterized by, indeed almost defined by, the worsening of symptoms with 
exertion, exercise or activity, and sometimes even mental activity’ (Bell 1995, p.149).  Ramsay 
(1986b, p.30) has pointed out ‘This phenomenon of muscle fatigability is the dominant and most 
persistent feature of the disease’ with the prolonged recovery from exertion. 
 
88  ‘A common occurrence in all M.E. patients is their greatly increased sleep requirements 
(hypersomnia)’ (Shepherd 1992, p.100). 
 
89  Vallings (1999) has reported that Nicolson has found that low oxygen levels will exacerbate 
infections such as mycoplasmas which may be found in ME/CFS.  Many persons with ME/CFS 
mention oxygen hunger, and Macintyre (1989, p.227) gives numerous medical explanations for 
this and has also shown the benefit of oxygen treatment in ME/CFS.   
 
90  Chemical sensitivities could cause difficulties, particularly to petrochemicals (Collison 1989; Bell 
et al. 1999).   
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Conversation like almost everything would drain me of necessary energy to 
get through the day.  My social life at University and in general became 
pretty much non-existent after the onset of illness.  This is another less than 
pleasant aspect of the illness however a necessary evil in my bid to complete 
the semester.  
 
Being a student on campus created problems with difficulties occurring with every 
lecture. The physical and cognitive difficulties of ME/CFS were very apparent. 
 
Note taking pre-illness was a task I performed easily, efficiently and 
effectively.  However after the onset of CFS note-taking became a constant 
struggle.  The muscular and joint pain through my shoulders and upper back 
would and still does escalate when writing or typing and this would distract 
my concentration from the task of listening to the lecturer and noting the 
information provided.  In addition my concentration span had diminished 
enormously with illness and despite my enthusiasm for the subject matter I 
found myself mentally drifting in and out of the lecture.  I also had 
developed, with the illness, problems retaining information even if it had 
just been spoken by the lecturer.  It seemed that my short term memory had 
been severely compromised by the state of mental fatigue.  
 
Terry then refers to the name of Chronic Fatigue Syndrome and how fatigue is an 
inappropriate term to describe lack of energy and symptoms.91 
 
I must say here that I feel the term fatigue trivialises what I was 
experiencing, exhaustion seems a more apt word.   I can remember feeling 
mentally fatigued when I was healthy studying and I was not limited or 
restricted anywhere near as much as when studying with CFS.   Short term 
memory is essential I feel for note taking and for this reason tape recording 
lectures would have proved valuable.92  
 
The symptoms of cognitive dysfunction were proving to be a difficulty in his 
studies especially during lectures.  He has described in detail the illness experience 
of ME/CFS and how it impacts on the educational experience. 
                                                 
91  Jason, King et al. (1999) found that using fatigue as a major symptom to define a disease is 
ambiguous. 
 
92  Furst (1999, p.57) outlined the search to find parameters for measuring the fatigue of ME/CFS but 
said ‘it may be difficult for those who have cognitive symptoms to complete’ yet Ramsay (1986b, 
p.30) says that ‘The third component of … the ‘diagnostic triad’ of ME is cerebral involvement.  
This generally takes the form of impairment to memory and inability to concentrate.’ 
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In his third letter Terry tells of how he experienced a slight improvement in his 
health.   
 
This was exciting for me given the previous 15 months since the onset of 
glandular fever had been a depressing arduous slog.  Although I had made 
some changes to my diet and lifestyle which I feel were partly responsible, 
recommencing studying I feel was also a contributing factor to the window 
of health I was beginning to get glances of.   
 
He decided that he would elaborate on this ‘window of health to provide the 
researcher with more clarity on what he was experiencing’.  His lifestyle changes 
included giving up late nights and most social activities as well as making dietary 
alterations.93  He became socially isolated in the process. 
 
However, I must confess the feeling of social isolation was immense a great 
deal of the time.  … I was now taking control of my health and resting when 
I felt exhausted instead of trying to push through the fatigue.  All of these 
things aforementioned had given me a little boost in energy, the 
dizziness/vertigo diminished slightly also, as did the muscle soreness and 
reduced memory and concentration span.  My sore throat and swollen 
glands appeared to be ameliorating also. 
  
I felt optimistic about starting studying again and, as I have written 
previously, I found after the initial month of study I experienced a further 
improvement to my health.  I began to feel as if I could see a healthy self in 
the horizon.  It was still distant but there nevertheless. 
 
Studying was recommenced to give him renewed purpose and direction.  He ‘had a 
chance to achieve again and has missed this throughout the previous fifteen or so 
months.’  
 
Being an achievement orientated person and not being able to perform had 
hurt my confidence, self-perception and esteem.  This was a result not of 
just being unable to study or work but not being able to play sport or 
socialise.  You don’t get a lot of pats on the back or accolades for being ill 
and bedridden and I had been excelling in both of these areas.  Being able to 
                                                 
93  ‘Food allergy is not the cause of M.E. or post-viral syndrome, but it is an important component of 
it’ (Dawes & Downing 1989, p.50). 
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study again provided me with the opportunity to rejuvenate my dwindling 
self-image.  It also provided me with the opportunity to get closer to 
resolving my identity. Questions like: Who am I? What am I? What do I 
want to do?  Who do I want to be with? had all been put on hold with the 
advent of illness and these questions are all crucial to forming a notion of 
self which is vital for a young person starting their life (or anyone else for 
that matter).  Re-attending University gave me a chance to perhaps answer 
some of these questions and I think this enthusiasm created a boost to my 
health.94 
 
Terry had thought that if he could manage his studies without causing his health to 
deteriorate he would have a good chance of aiding the healing process.  He was 
very disappointed to find that for him the benefits were short lived.  He struggled to 
manage his studies and by the end of the exam period, although passing, the 
personal cost was too great and for the last two and a half years he has been unable 
to study or work.  ‘In fact for a great deal of this period I have been unable to do 
much at all.’   
 
By studying part-time or managing my full time workload better I may have 
avoided over-stressing a body which was already compromised by illness.  I 
can recall hitting the wall, so to speak, during the mid-semester break which 
occurred at about week 9.  I had become overloaded with tutorial papers, 
assignments, essays and practicals from the three subjects I was studying.  
They all had due dates around the same time and in the back of my mind I 
knew that exams were only just around the corner (about 5 weeks away).  
[I] was overwhelmed with uncertainty, confusion and I suppose a fear of 
failure.  I desperately wanted to continue, particularly as it was the last year 
of my degree, and yet I did not want my grades to plummet which seemed 
inevitable with the severity of symptoms such as mental fatigue, poor 
concentration and memory increasing. 
 
Financial concerns over the Higher Education Contribution Scheme also were 
causing him concern and impacted on his decisions regarding his future studies.  
 
                                                 
94  Persons with ME/CFS retain their optimism and interest in life and this is the contrast between 
persons with major depression.  ‘In particular, there is no evidence that CFS is a variant or 
expression of a depressive disorder’  (Hickie 1992, p.516). 
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In my mind was also the financial cost of pulling out at this stage in the 
semester.95   After about week four I believe fees become non-refundable  
when withdrawing from subjects.96  I was so angry for letting my health 
deteriorate after the initial improvements I saw at the start of the semester 
and prior to the semester.  I was asking all those clichéd questions like ‘Why 
me?’ and thinking ‘If only?’ none of which could improve my situation.  I 
was filled with self-doubt about being capable of completing the semester 
and questioning whether I even wanted to.  In fact, the most omnipotent 
thought going through my brain at the time was ‘stop studying you are only 
going to hurt yourself.’  Knowing what I now know about CFS I would have 
pulled out but at the time I just kept going.  With the aid of some extensions 
and taking a drop in marks I somehow managed to stagger through and 
complete the semester and degree. 
 
He offers advice to others with ME/CFS: 
I think as a Chronic Fatigue Syndrome sufferer you have to learn to stop 
pushing yourself if you wish to improve and recover.  For this reason I think 
preventing ‘hitting the wall’ is important.  Managing the workload and the 
illness are the keys, I feel, and are things you have to learn how to do.  
Seeking support from lecturers, disability officers, students, family and 
getting ideas from other students with CFS as to how to conserve energy and 
complete the year with the grades you are capable of are all important. 
 
Reminiscing about alternative pathways and what accommodations would have 
been appropriate for him, he came to the following conclusion: 
I think it would have been advantageous for me to ask my lecturers if they 
could have provided me with the essay topics and practical work earlier in 
the semester so I could better pace out the work load.  This is why I feel it is 
essential you get a clear diagnosis of your illness and a letter from your 
doctor as to how it impedes your functioning.  You can take these to your 
lecturer prior to the commencement of the semester and organise or guide 
your lecturer as to how your wish to tackle the workload throughout the 
semester. 
                                                 
95  Terry has drawn attention to one of the common misunderstandings about the HECS (2000) 
scheme which has meant that ill students have continued their studies because the semester is past 
the HECS cut off date.  
 
96  The HECS booklet does not have a heading regarding illness, but  includes this under a general 
heading of ‘What if I withdraw after the census date?’ placed on one of the concluding pages.  
 
    ‘What if I withdraw after the census date? 
    If, after the census date, you become seriously ill or other special circumstances occur and you are 
unable to continue your studies, you can apply to have your HECS debt for the semester reduced 
or removed’ (HECS 2000, p.23). 
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He draws attention to the difficulties which extensions can create: ‘I had no 
diagnosis at this stage and although I used doctors certificates to gain extensions I 
have mentioned previously in another account that this is undesirable and you still 
have the stress of unfinished work that is piling up all the time and becoming more 
and more unmanageable.’ 
 
Terry has concluded his story with the contrast between the pre-illness and present 
experience of being a student with ME/CFS.  He felt it was important to mention 
that as a healthy student he would quite often reach a point where he became 
inundated with work and felt the load insurmountable, however he had the energy 
in reserve ‘to fight through the fatigue, burn the midnight candles and meet the 
deadlines without taking a drop in marks or quality of finished work’.  Quite often 
as a healthy student he would get a cold or flu at the busy end of the semester but 
his ‘immune system and energy reservoir were strong and big enough to overcome 
the challenge.’97 
 
[ME/CFS is] not an illness you can push through, [and]  if you do chances 
are you will make the illness much more severe as I did, and you will make 
the process of recovery a lot harder and longer -  two things I believe that 
should be avoided at all costs. 
 
7.3.4 Kathryn’s Story 
 
Kathryn is a mature age student who is also a mother.  She wanted to write her 
stories about some of her experiences so that the problems she encountered will not 
be experienced by students in the future.   
 
                                                 
97  Many people with ME/CFS draw attention to their activity before succumbing to this disease, in 
an endeavour to try and prove that they are not malingerers (Demitrack 1996).  Straus (1994) and 
Wessely, Hotopf & Sharpe (1998) mention this stressing of the pre-illness behaviour and activity 
and Dwyer (1993, p.86) has pointed to the physical activities of the cases whom he has used to 
illustrate ME/CFS.   
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Kathryn’s return to study was eighteen months after the onset of her ME/CFS.  She 
had a number of reasons for making the decision to commence her tertiary 
education at this stage of her life.  She felt that, as she could no longer continue her 
previous activities and roles, that she would be able to develop herself and her 
interests in other areas.  She wanted to find new meanings in her life, especially 
after being so ill.  Kathryn embarked on her tertiary studies with high expectations 
of gaining new knowledge, making social and professional contacts, and moving 
into new career pathways.   
 
Firstly for actualisation, that despite an illness that limits me severely, I 
might grow in other ways.  Cognitively, that I might be able to reinterpret 
and restructure my negative experience and find a new and positive purpose 
/experience from my illness.  That my dignity, self-worth and esteem would 
remain intact despite my being unable to participate in many activities 
which had previously helped construct the positive identity and esteem I 
held for myself. 98 
 
As she was only able to leave her home infrequently she enrolled as a distance 
education student.  In her selection of her course in the health area she hoped that 
she would also gain greater understanding and better management of her own 
ME/CFS.99  Kathryn acknowledged that her ME/CFS had created difficulties for 
her credibility and she hoped that academic success would be a way of regaining 
her status with family and friends. 
 
I hoped that through my achievements of study, that approval of my family, 
friends, and community would help offset the negative impact and false 
perceptions of me that accompanied a CFS diagnosis.  
 
She selected a University where she could study part time by Distance Education.  
She thought that Distance Education was the only method of study delivery with 
                                                 
98  These ideals contrast with the opinions expressed by many psychiatrists that ME/CFS is attention 
seeking, masked form of depression or somatisation disorder (Demitrack & Abbey 1996; Hickie 
2000; Powell, Dolan & Wessely 1990; Sharpe 1998).  Within the media there is also denigration 
of persons with ME/CFS as malingerers (Bartley 1997; 1998; Laws 1995). 
 
99  These sentiments accord with view of Tones (1997) that health education and knowledge leads to 
empowerment. 
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which she could cope due to her health.100  She notified the disability services at the 
onset of studies that she had CFS and had highlighted some of the areas where, in 
future, she might need help.  These included assistance with examinations, access to 
literature and resources, and extensions when she had relapses. 
 
As a mature student, Kathryn found that she has had many positive experiences. 
 
I must say I have enjoyed studying and many of my initial objectives have 
been met.  The staff associated with my course have been interested in 
learning about my disability and encouraged the use of information gained 
in a personal and professional way.  I have so far done well in my grades 
using certain strategies of self-management. 
 
She has also had negative experiences as well.  She says she found that there were 
some members of staff who were intolerant and ignorant: 
 
I believe that these beliefs and attitudes have at times made study and 
achieving my goals more difficult than [those] faced by students in general 
or those with many other chronic difficulties.  Through the handling by 
certain university staff of particular situations I have felt at times angry, 
frustrated and disempowered.101 
 
Kathryn began her studies at a multi-campus university.  Whilst her studies were 
facilitated through another campus she also had a local campus of her university 
which had library facilities.  The library was located at a distance from the nearest 
car park, and her inability to carry heavy books presented her with problems. 
 
CFS is a fluctuating illness, at first when I was relatively well I could go to 
the library, it still was difficult for me because I had to carry heavy books 
around the library with no trolley or over rough terrain to my car a couple of 
hundred metres away.  
 
                                                 
100  Colby says of  Distance Education ‘Energy-Efficient Education is the term I use for learning in 
the way that most conserves a student's resources and it's the subject I most often lecture on’ (J. 
Colby, 2001, pers. email comm.10 April).  
 
101  Mungovan and England (1998) found that that staff created difficulties for ME/CFS students.  
Locker (1983) also found that the consequences of a disability arising from chronic illness led to 
many disadvantages which add to negative experiences. 
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The common problem of chemical sensitivity with ME/CFS also affected Kathryn 
in her use of the library.  
 
The library itself also made me sick.  Perhaps the cleaning agent or print 
materials etc. gave it a ‘sick building status’?  Anyway at my best a trip to 
the library meant a few days to recover and feeling quite ill afterward.102 
 
When she had a serious relapse she presumed that her request for books to be 
posted and some library searches to be made for her would be met.  She was 
quickly told that as she lived in the area that they would not post books out to her.  
Despite her supplying information earlier to the university, she had to make several 
formal requests for help.  
 
During the process negative comments were conveyed to me about some 
people with CFS (at this stage the library staff didn’t know I had CFS) being 
lazy and manipulative and not having a valid complaint.  I therefore told 
them I had a disability, giving a description of CFS symptoms but not the 
name: for example, neurological illness with CNS symptoms.103  They met 
my request to post out books that time.  I was nervous about making further 
requests.  I now try to go physically despite the trip making me feel quite ill.  
Twice I have asked for the books to be posted, I have been queried once. 
 
Kathryn then addresses the difficulties which she had with examinations and 
obtaining necessary concessions.  She has written two stories about her examination 
experiences. 
 
Another time I had an exam on, as at the time I found it hard to concentrate, 
sit for very long I requested another means of assessment or allowances for 
my illness.  The exam was to be three hours.  My grades were good I 
thought they would think I had valid grounds.  I told the disability officer 
that I was quite sick with CFS, and had a Dr’s certificate and needed some 
changes made.  She told me that she understood CFS but then went on to tell 
me that I could do the exam in stages but would not be able to be let out of 
the room.  I then informed her that after a short time I may have to lie down 
and it would take me a long time to recover enough to start again.  I might 
                                                 
102  The chemical sensitivity symptom of ME/CFS, with which Kathryn found difficulties, has been 
detailed by many researchers (Little 1990; Donnay n.d.; Donnay & Ziem 1999a; 1999b). 
 
103  See Glossary. 
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also need to eat.  I felt that she would understand the level of my disability 
at the time.  She told me that I would have to lie in the corner, as that was 
the only thing she could do.  There was no way I could lie in front of around 
150 male and female adult students and sleep to recover on the carpet floor.  
I would have had to stay there for days then!  I decided that I would attend 
the exam and then do what I could and leave.  I left 1 1/2 hours early and did 
not get the grade I would of if I had been well or by another assessment 
method.  I didn't know about a misadventure or request for illness and I had 
lost faith in the 'system’ to help me so I didn't ask any further at the time.104 
 
Kathryn tells of another examination situation in which she found herself.  She did 
not try to negotiate accommodations because of her prior experience.   
 
Another time I was doing an exam I had a flare up of my illness a fortnight 
before an exam.  Because of what happened the previous time I didn't make 
a prior request for changes (also these requests had to be in quite a long time 
before the exam - around 6 weeks).  Before the exam I had some of the top 
course marks. … I decided to try and sit the exam.  I was in a lot of pain and 
found myself rocking, and not concentrating.  I couldn't take too much pain 
relief medication as it wouldn't help my concentration (I have drug 
sensitivity).  Anyway I really felt my effort was dismal.105  I thought that 
although the other assessment marks would give me a pass it wasn't my D or 
HD.   
 
The next day I happened to think of a fellow I had met from student services 
through another CFS person.  I phoned him for advice.  He encouraged me 
to write a letter to apply for allowances to be made.  I had a Doctor’s 
certificate.  Because I have another disability and was not sure how 
psychology lecturers would regard CFS I used the other disability as the 
reason, just to play safe.  I gained consideration and got a D.  I feel through 
my experiences, CFS and exams don't often mix. 
 
Another story told by Kathryn is about the difficulties in meeting coursework 
deadlines as a fluctuating illness does not lend itself to forward planning so that a 
subject may be completed in a given period of time. 
                                                 
104  The fluctuating nature of ME/CFS may mean the ME/CFS student does not negotiate early in the 
semester and tries to make ‘late’ arrangements.  Sometimes the timing of a relapse precludes 
appropriate accommodations being available due to time limitation regulations. 
 
105  ‘Evidence exists that chronic pain partially consumes the limited attentional resources, with the 
consequence that controlled processes sustaining cognitive tasks are affected and that automatic 
processes are preserved’ (Grisart, Van der Linden & Masquelier 2002, n.p). 
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Despite starting off feeling you can control the workload, instead the illness 
takes over, and study and pain is consuming.  To meet deadlines in pain and 
fatigue means there is a cost, personally and socially.  Most other things go 
out the door.  If you don't meet deadlines for drop out dates [HECS cut-off 
dates for withdrawal] or assignments we are left with a debt (difficult for an 
unemployed person) and a F.  It would be good if CFS were regarded as an 
illness for which boundaries should be stretched sometimes.   
 
Kathryn then discusses another University where she is currently enrolled.  She 
enrolled in a similar academic area and she ‘found the staff generally flexible and 
helpful’. 
 
I have struck a few problems though.  I was told I could not defer in the first 
semester from the course.  I had a relapse and thought it would be wise to 
defer the semester.106  Because I couldn't defer much of my little energy has 
gone in to study and I have gone even further down hill.107 
 
Kathryn projects her concerns about the future study - and her uncertainty of how 
she would achieve the attendance requirements. 
 
I'm also a little concerned when I have to do some compulsory schools 
which will require two [aeroplane] flights to get to.  I will need to find my 
way around by foot, in rooms which may have been chemically treated.  I 
am worried that I won't cope physically in this environment, either collapse 
or spend the next weeks very ill.  I guess I'll deal with it as it happens.108   
 
This concludes the story of the mature age Distance Education student, Kathryn. 
 
 
 
                                                 
106   This policy does not take into account those students who have a medical condition which has a 
fluctuating aetiology.  Students disabled with a chronic illness condition commence their courses 
in good faith and they have no way of foreseeing the future. This policy, when applied to students 
with ME/CFS, would constitute indirect discrimination as defined in Section 6 (DDA 1992). 
 
107   Serious health repercussions could ensue for a student with ME/CFS as the only management 
for this condition is listening to the needs of their body and careful pacing within their capabilities 
(Wilkinson 1988).  
 
108   Mackarness (1976, 1980) and Rapp (1991) found that chemical exposures affect brain function, 
which has been verified by the research of Teo (Donohoe, 1994).  
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7.3.5 Marlene’s Story 
 
Marlene is a mature student who spent ten years obtaining two graduate diplomas at 
two different universities, having been enrolled part-time at both universities.  She 
has written of her on-campus experiences although she has had a combination of 
off-campus and on-campus studies.  Each course was taken at the rate one unit per 
semester and she took two semesters off during her ten years of study.  She has had 
ME/CFS for eighteen years, and meets the Ramsay/Fukuda research criteria.  Her 
lifestyle has been adapted to accommodate the condition and her needs as a tertiary 
student.  Marlene joined the research as she was keen to help any research into 
ME/CFS.  She had wondered if her anecdotes would be of use to this research and 
has pointed to problems of her ‘brain scuttling in a million directions’.  She did not 
realise that her story would be assessed for issues of human rights and equity.   
 
In general, although I know there are innumerable problems in studying 
with CFS, I have to say that the two universities I’ve dealt with have been 
really helpful.  Both Disabilities Offices have been terrific, going out of 
their way to be as supportive as resources allowed, and all (make that 90%) 
of the academic staff I’ve come across have been happy to alter exam or 
assessment procedures wherever possible. 
 
She has had a very positive student experience and been able to negotiate assistive 
accommodations for herself. 
 
That doesn’t mean there aren’t countless problems, but for me these haven’t 
been to do with inflexible or unsympathetic staff.  It’s important to keep that 
in mind, because I’d hate to be quoted out of context in a way that makes me 
seem critical of either University. 
 
The initial area which Marlene addressed was the experience of preparing for an 
examination for a student with ME/CFS. 
 
The strange things about exams, once you’ve got CFS, is that the longer you 
have to prepare for them and the harder you work, the sicker you get and the 
worse you do.  So while other students are checking timetables and saying 
’Oh good, three weeks till such and such,’ you’re thinking ‘Oh no, what a 
disaster, three weeks to prepare!’  On several occasions I asked (and was 
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allowed) to do an exam as soon as lectures finished, sparing myself weeks 
of illness and ending up with a better result.  
 
Marlene elaborated on her experiences with examinations as well as techniques 
which she has found to be effective for herself. She described what happened to her 
cognitive function: how her brain and body has tired and her performance is 
affected.109   Although she appreciated the extra time which had been allowed, she 
realised that this additional time also created other problems with fatigue and 
cognition.110 
 
You get the same problem in miniature on the day itself.  Extra time is 
essential, but if you take too much, you are so exhausted by the end that you 
can’t function properly anyway.  Going down hill as you slog through the 
paper happens regardless.  I discovered this when I once looked at a [subject 
examination] paper I’d done and found simple arithmetic errors peppering 
what would have been the last half hour.  I’d used the right method but 
ended up with nonsense because I’d calculated 3 X 2 = 4, or some such 
thing. I also noticed that in the time left at the end I’d ‘checked’ the paper 
and changed several things to incorrect answers.  From then on I never 
checked an exam paper, even if I had time left. By the time I’d gone through 
it once I felt so ill that any changes were bound to be for the worse.111 
 
Various types of examinations are discussed by Marlene and especially those which 
she has explored to meet her needs.  She was, at this point in her studies, 
completing her final year of her second graduate diploma.  It was at this belated 
stage in her studies that an alternative form of assessment had been devised which 
she found satisfactory and equitable.  She organised with her lecturer for an 
                                                 
109  This difficulty with cognitive dysfunction has been studied by numerous researchers ( Klimas & 
Wallace 2000; McGregor  et. al. 2000; Marcel et al. 1996).   
 
110  Scoley, McCue and Wesnes (1999) found that increasing fatigue created further cognitive 
deficits.  They compared the cognitive deficits seen in Myalgic Encephalomyelitis to those found 
in Alzheimers Disease.   
 
111  ‘Their making of new memories is extremely fragile and disrupted by proactive interference.  
They do not benefit from memory cues.  The making of new memories is easily disturbed by 
increasing the amount of information presented’  (Goldstein 1993, p.118). 
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alternative form of assessment which spread the workload over the whole semester 
thus preventing the heavy demands on her energies at the end of the semester. 
 
In [year] I did a … unit where there was the choice of a take-home exam 
several weeks after lectures finished, or an on-the-spot exam in the last week 
of semester.  I was the only student who opted for the on-the-spot version.  
But then I realised that, unlike [subject name], this exam would be all essays 
- ie. constant writing. I didn’t think I could do it physically (never mind the 
quality of the work).  The lecturer herself suggested I do one long essay in 
my own time, on a topic of my choice, dealing with the same number of 
books the exam would have covered and equalling the same number of 
words.  It hadn’t occurred to me that this would be possible, but it worked 
brilliantly.  I was able to work on it gradually during the semester, forging 
ahead when I felt up to it and taking a break when I was too ill - the ideal 
solution and top marks for the lecturer from me. 
 
 
In her last semester she was studying a subject where a major part of the course 
involved writing exercises which were done, discussed and then built on, in one 
two-hour class.  
 
I knew it was going to be hard from the start, because all my energy goes in 
getting to the class - I can’t perform well while I’m there.  While others 
would go in thinking, ‘I wonder what we’ll be doing today,’ I would go in 
thinking, ‘How am I going to physically survive the next two hours?’  To 
have to write as well as be there, was a nightmare.  
 
Marlene had reached a crisis with this subject.  She made contact with the 
Disabilities Officer, who suggested setting up a meeting between Marlene, the 
lecturer and herself to negotiate an alternative form of assessment built around 
doing the exercises at home.  
 
I didn’t have the courage to follow the idea up.  It felt too formal, perhaps 
even confrontational, and I couldn’t see how it would work.  If I didn’t go to 
class it seemed to defeat the purpose of the unit.  I decided I’d fight my way 
through it with sheer determination.  I should have known better.  The whole 
thing was a disaster.  I kept wondering whether to drop out, almost dropping 
out, and even - unheard of for me - started missing classes. 
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After the semester break when even a rest had not improved things, at about the 
third visit to her lecturer with her sorry tale, she had tentatively wondered aloud 
whether it would be possible to complete the work at home. 
  
“That should be fine,” he said immediately. “I can’t see any problem there.”  
No hesitation, no doubt, no objections.  I’d gone through hell trying to do 
something that was physically impossible, when if only I’d listened to the 
Disabilities Officer’s advice, I could have worked this out in week one.  
After it was all over (can I boast and tell you I got an HD?) I rang the 
Disabilities Officer and suggested she might like to use me as an example of 
how not to go about studying with a disability. 
 
Mobility on campus is a big problem:  
At one Uni I could either park near the Disabilities Office and use their 
scooter, or park outside my lecture theatre and only walk a few feet, but at 
the other there were not enough lifts and nowhere near enough disabled 
parking spots. 112  
 
Although the university provided a scooter for the use of those with mobility 
difficulties, there were struggles in gaining access to this very aid.  
 
To use the Uni scooter I would have had to walk further to collect it than the 
distance to my lecture theatre, and go up several steep sets of steps (or walk 
double the distance) to get there. Perhaps others find it just as inaccessible, 
and that’s why the scooter sits outside the [specific building] chained to a 
post, collecting dust and getting wet when it rains.113 
 
 
Graduating was a delight for her, after taking so long on each of her graduate 
diploma courses. 
 
                                                 
112  Napolitano (1996, p.31) has discussed mobility impairment and says that ‘Removing the barriers 
requires a deeper and more subtle understanding than the put in a ramp approach.’ 
 
113  At another university, Power, Professor in the Centre for Deafness Studies and Research in the 
Faculty of Education, Griffith University, Queensland, said:  ‘At the direct student service level 
the university provides [a number of facilities].  Two electric scooters have recently been bought 
to enable students to move more readily around nominated campuses’ (Power 1998, p.24).  Power 
does not report whether this is meeting the needs of students with a disability. 
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   One of the best things about studying is that when you finally graduate, the 
sense of achievement is wonderful.  You know you’ve earned every letter, 
every word, on that bit of paper.  I took five years to do what should have 
been a one-year full-time Graduate Diploma in. … Then I carried on for 
another five years with what should have been a one-year full-time Graduate 
Diploma.  
 
Marlene has discussed her tenacity and determination to finally complete her 
studies, and how she had to push herself to succeed. 
 
Every year, every month, every week was a struggle and there were 
countless times when I thought I’d never get to the end.  I started the 
…Graduate Diploma assuming it would be a first step back to work.  A few 
months in I realised that was a fantasy, but by then I couldn’t bear to give 
up, so I carried on regardless, partly because I was hooked, partly because 
after nine years crook I couldn’t bear the thought of another ‘failure’. 
Despite knowing I would never use it, getting that bit of paper at the end, 
was one of the best days of my CFS life.114 
 
Marlene has a visionary solution to the problems of geographical access to facilities 
and lecture theatres on campus. 
 
The ideal University for me would be a single sky scraper with car-parking 
underneath. Instead we tend to have beautiful wide-spread grounds that are 
great for atmosphere (even I like that aspect) but useless if you’re exhausted 
and counting each step from A to B. Watching younger students bouncing 
around, I often wonder if I appear totally humourless and permanently 
unhappy.  Usually it’s not that I’m unhappy - it’s just that all my attention is 
focussed on the grim task of getting from the library to the lecture theatre, 
the lecture theatre to the bookshop, the bookshop to the car park ... and 
maybe then, hopefully, blissfully, home.115 
 
                                                 
114  These reasons of Marlene may help to explain why so many students with ME/CFS enrol in 
tertiary study (especially after they have been diagnosed with ME/CFS).   
 
115  ‘Creating barrier free environments for people with mobility impairments is something which 
has a very firm physical dimension and this is generally understood. …But there is a 
psychological dimension to the changes needed as well.  Good inclusive design will send positive 
messages to disabled people, messages which tell them: ‘you are important’; ‘we want you to be 
here’; and ‘welcome’.  The effect of this on mobility impaired people can be dramatic.  The 
element of struggle so often present in daily life fades, confidence and the ability to function is 
enhanced and a relaxed and more open attitude is more likely to prevail’ (Napolitano 1996, p.33). 
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Marlene is looking forward to new technology to provide better access 
opportunities for students with chronic illness disabilities.  
 
It’s just my luck that email is taking off as a teaching tool as I leave.  So 
many times people have told me, “I can go to lectures and tutorials and 
that’s it for the day, or I could stay at home and do the work, but I can’t do 
both.”  Hopefully email and the Internet will solve that dilemma.  It will 
make the social isolation worse, of course, but when you’re ill, you don’t get 
much socialising done anyway. 
 
 
She has entitled the last area of her story ‘Surviving’ and summed her advice to 
students.   
 
I’m a big believer in having different strategies in place in case things go 
wrong. It’s no good waiting till you’re in a mess and thinking, ‘Oh God, 
what am I going to do now?’  If I’m going to drop out of a unit, I’d rather do 
it early.  That way you save all the energy (not to mention the recovery time 
that will be required afterwards) that might have been wasted on a useless 
cause.  I firmly believe that while it might take me X weeks or months to do 
a certain amount of damage, it could easily take me three times that to 
recover.  It’s not as if you can say, “I’ve overdone it for a month, so I’ll take 
a month off and then I’ll be back where I started.”  It doesn’t work that way, 
not for me anyway.116 
 
I also think it’s not a great idea to keep dropping out of units and/or courses 
and then trying others thinking they might be easier.  Sometimes they are, of 
course, but usually they’re just as hard and you end up shockingly ill with 
two, three, sometimes four terrible semesters behind you and no completed 
units.  A better strategy might have been to bite the bullet, take a semester or 
even a year off, work unofficially on the unit at your own pace at home, and 
then go back and finish what you started.   
 
Marlene has tried to adapt the rules and regulations of the tertiary education system 
to meet her needs.  She explained that she had rarely come across unsympathetic 
staff, although she has acknowledged that there has been the occasional one whom 
she would describe as disinterested.   
 
                                                 
116   Her surviving strategies and her willingness to live within the ‘energy envelope’ of this disease 
reveal her acceptance of her condition, a part of four progressive different phases of the CFS 
illness experience (Fennell 1995; Jason, Fennell et al. 1999). 
 
 179
And this reminds me how I used to describe it to lecturers and other 
strangers - I used to say, “I’ve got that idiotic chronic fatigue thing” - very 
manipulative now that I look back, because it feeds them the cue to say, 
‘No, it’s not idiotic at all’.  [It] also shows I wasn’t comfortable with the 
term [Chronic Fatigue Syndrome].  
 
Marlene explained later that she had used the name ‘Chronic Fatigue Syndrome’ in 
her negotiations saying the name had always made her feel very problematical 
about the outcome of her negotiations with lectures and the university.  She had put 
much thought into her condition, especially pertaining to appropriate 
accommodations for herself as a student.  Her preparedness and maturity of 
approach would have earned her credibility in her negotiations, but she was never 
sure how accepted she would be when she mentioned ‘chronic fatigue syndrome’, 
and the name did create difficulties with credibility for her at times.  While her 
academic progress to obtain the two graduate diplomas has been slow, and taken 
her ten years to complete, she demonstrates a tenaciousness and determination.   
                
7.3.6 Teresa’s Story  
 
Teresa already had ME/CFS when she commenced her post-graduate studies, and 
had enrolled part-time in a Doctor of Philosophy as an on-campus student.  She was 
accepted into her course on the basis of results which she had achieved before she 
became ill with ME/CFS.  At the time she wrote her story for this research she had 
suspended her own enrolment due to a severe relapse of her ME/CFS.  She says she 
was a ‘bit nervous at first but realised that it was possible to tell my stories without 
making it obvious which [university] I studied at’.  She was also concerned as to 
whether her experiences in her research story may reflect upon the academic 
ambitions of other ME/CFS students in similar fields to her own studies.  She 
cannot remember why she was motivated to participate in writing her story.  She 
was a bit surprised that she did not guess that the research stories were to be 
analysed for issues of human rights and equity.   
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Teresa wrote that conferences, photocopying, supervision, and practical research 
work presented problems.  Her first story is about conferences.  An essential part of 
her studies included attending conferences and presenting her research findings.  
She makes the personal observation that her colleagues did not have any 
understanding of ME/CFS. 
 
I don't think most people in the group I was doing my PhD with had any real 
understanding what CFS actually is.  But they were generally pretty good 
about helping me out in practical ways whenever we all went away for a 
conference or visited another uni.  
 
If the place where we were staying at was a long way from where we parked 
the cars, somebody would usually be willing to carry my bags to my room 
for me (sometimes I had to ask though).  Also, if there was a long walk to 
the conference venue or the building we were visiting, somebody usually 
drove me as close as possible (I had to ask once at the beginning of the 
conference/visit and then it would usually happen each day without any 
dramas).117 
 
Although she was usually accommodated, she has not revealed how she was 
affected when she was not accommodated.   
 
One time I went to a conference in another city by myself (bit nerve-
wracking!).  The conference was held in a large hotel, where I also stayed.  
It didn't occur to me, but when the secretary in my group booked my room 
for me, she remembered to ask if there was a lift, and if not, they should 
give me a ground floor room - I thought that was really thoughtful of her.118 
 
The long time between the submission of an abstract for a conference and the actual 
holding of the conference has created a difficulty for Teresa, given the vagaries of 
the relapsing nature of ME/CFS.119  
                                                 
117  Helen Meekosha observed at the Fourth Australian Women’s Health Conference that mobility 
difficulties arise when these issues are forgotten (Meekosha 2001, p.358).  
 
118  ‘Service delivery … derives not from need and philanthropy but from equal citizenship as a 
means of self-determination’ (Davis 1998, p.20). 
 
119  Organisers of conferences would be completely unaware that the early submission of an abstract 
can cause problems for would-be conference presenters with a chronic relapsing illness. 
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Abstracts for conferences are usually accepted months in advance, 
sometimes up to 6 months in advance (you have to specify whether you're 
going to give a talk or a poster when you submit your abstract).  I had no 
way of knowing that far in advance if my health would be good enough for 
me to give a talk at the conference.  So my supervisors said it was ok for me 
to just present a poster at my first few conferences.  That way if I wasn't up 
to it, somebody else in my group could put up my poster for me 
(withdrawing from giving a talk at a conference in my field is very rare and 
is not the "done thing").  I did eventually present a talk at a conference after 
I got my confidence up after I had presented posters at a few conferences (I 
mean, I got my confidence up in my health - I've always been quite 
confident and competent at giving talks). 
 
Teresa has drawn attention to how students may have their self-confidence 
undermined through the lack of understanding of the unpredictable nature of 
ME/CFS.  She does not wish to draw attention to herself and her condition, but to 
conform to the usual expectations which are made of conference participants.  
 
 
The difficulties found when photocopying were next explicated.120  
 
Photocopying papers from journals is one thing I really wish I could have 
got more help with during my p/t PhD.  I found it very exhausting carrying 
heavy journals to the photocopier at the other end of the library and having 
to keep lifting the journal to photocopy each new page.  Sometimes my 
partner was able to spare an hour to photocopy things for me (I would look 
up the articles I was interested in and then my partner would do the carrying 
of journals and the photocopying).  But my partner was often too busy to be 
able to help me often.  Once, my supervisor came to the library with me and 
did the photocopying of some articles we were both interested in.  But it 
only happened once.  Nobody else in my group was available or willing to 
help me with photocopying.  I mentioned it a few times but nobody ever 
volunteered to help me.121   
 
                                                 
120  Undergraduate students did not refer to photocopying problems so it would seem to be an area 
which is more confined to the post-graduate student experience.  Off-campus post-graduate 
students have their photocopying done by library staff. 
 
121  Myalgia and fatigue cause difficulties, especially with lifting heavy objects and making 
repetitive movements (AYME 1998; Pleby, 2000; Stephenson, Hunter & Leggo 1999).  
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The availability of the internet as an alternative method of accessing research 
information is then discussed.  Teresa has also drawn attention to how she becomes 
exhausted after a comparatively short time.122  
 
Journals available on the web are good.  My university subscribes to 
electronic versions of some of the journals I was interested in and I was able 
to get some of my papers from the internet instead of having to go to the 
library.  I prefer looking at actual books and journals rather than reading 
things on a computer screen, but it’s a lot less tiring than lugging heavy 
books everywhere.  The down side is that the electronic versions of most 
journals only go back a few years, so you can't get older papers this way.  
And sometimes the internet connection was really slow, which got a bit 
frustrating sometimes because I tended to get really exhausted after an hour 
or so of looking up articles. 
 
The social life of the post-graduate research student is addressed as ‘Missing out on 
socialising/gossip’.  She compares the experience of ‘being a p/t PhD student with 
CFS is different to being p/t but healthy.’  Due to her frequent absences sometimes 
people in her group seem to forget to include her in their activities.  She does not 
know if there is a practical solution to this problem.  
 
I had to miss out on going to lunch with people if they decided they wanted 
to have lunch on the other side of campus, or whatever, because I just 
couldn't walk that far.  I also had to say no to a lot of after-work group 
activities, like going to the movies or picnics etc.  People understood why I 
had to keep saying no, but it did make me feel left out.  This might sound 
like a trivial problem, but it meant I missed out on a lot of informal 
discussions about what was happening in the lab, who was going to be 
visiting the group soon, future funding arrangements, discussions of people's 
results from their experiments, etc. etc.123   Another problem was that 
because I wasn't there much, sometimes people in my group forgot to 
include me in things or mention stuff to me.  My attendance was pretty 
erratic (unavoidable due to frequent relapses) which didn't help.  I don't 
know if there is a practical solution to this problem. 
                                                 
122  Ramsay (1986b) maintains that this exhaustibility, out of all proportion to the effort exerted, is 
the hallmark of Myalgic Encephalomyelitis.  
 
123  The difficulties of inclusion with peers in activities and social areas were mentioned by both 
undergraduate and post-graduate students.  Colby et al. (1999) have also drawn attention to this in 
their guidelines for children with ME in the UK. 
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Difficulties which she had had with one of her supervisors were explored.  She gave 
examples in some short anecdotes. 
 
I still feel a bit bitter about my problems with one of my supervisors but I've 
tried to make the stories objective as much as possible. … There would have 
been a personality conflict with one of my supervisors … even if I had been 
completely well but being sick made things a lot worse.  
 
A lot of the time I was really struggling to have the strength to just 
physically be at uni and I found it hard to show that I was enthusiastic when 
most of my energy was going on trying to remain upright.  [This particular 
supervisor] generally took this to mean I wasn't interested and didn't bother 
sharing his thoughts about his project (very closely related to my work) 
which made life a lot harder for me.124 
 
After about a year into her Doctor of Philosophy studies, her supervisor decided to 
help her organise her research project.125   Her supervisor did not allow for her 
physical limitations as a student with ME/CFS. 
 
However, I wasn't allowed to say no to any of his suggestions, even when I 
tried to explain why I wasn't physically able to do that particular task 
immediately.  I eventually gave him printed info on CFS but this didn't help  
much.126  I found this situation very frustrating and stressful, which I found 
very difficult to cope with.  In hindsight, if I'd been thinking clearly (which I 
wasn't at the time due to relapses and brain fog) I should have consulted 
with someone not connected with my group, such as the disability officer or 
                                                 
124  Her comment about her difficulties in trying to remain upright may be referring to the difficulties 
which persons with ME/CFS experience with orthostatic intolerance (Schondorf et al. (1999), or 
neurally mediated hypotension (Stewart et al. 1998; Streeten & Bell, 1998).  
 
125  Macauley (2002) found in his research that younger and scientific post-graduate research 
students were more inclined to rely on direction.   
 
126  The solution of providing written information is one which many of the research participants 
with ME/CFS took when dealing with lecturers and staff who did not understand the physical 
limitations of the condition.  I often recommended this approach in my role of a ME/CFS 
counsellor to tertiary students. 
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one of the people in charge of monitoring PhD students. This might have 
helped to reduce the extreme stress I experienced from this.127 
 
Retrospectively she has realised that she could have achieved better outcomes but 
due to the effects of ME/CFS she was unable to negotiate in a satisfactory manner. 
She did not access the disability officers of her university although she was ill.   
 
The crux of her problem was her supervisor’s attitude.  ‘By the way, [the 
supervisor] believed that you can do anything just from willpower - a very 
unhelpful attitude to have in a supervisor when you have CFS!’128 
 
Working in the laboratory presented Teresa with difficulties.  She usually had to 
rely on her supervisor to set up her experiments for her, ‘as the lab equipment was 
very complicated and not at all forgiving of mistakes’.  This was sometimes very 
difficult as her supervisor liked to take very long lunch and tea breaks.   
 
It would have made life so much easier if he had turned up to the lab at the 
time when we agreed to meet - sometimes I would be so exhausted by the 
time he turned up that I'd have to go home without being able to do my 
experiment.129  I think it’s very important not to keep PWC’s 130 waiting if it 
can be easily avoided. 
 
                                                 
127  Teresa has drawn attention to difficulties which students with ME/CFS experience due to the 
symptomatology of ME/CFS: relapses and ‘brainfog’ (Grace 2002; Marshall, Williams & Hooper 
2001; Richardson 2001). 
 
128  ‘The use of will-power by a student with ME/CFS, instead of heeding the physical demands of 
the body can lead to a severe relapse in the condition’ (Ramsay 1986a, p.2).  ‘There is always 
much talk of will power in connection with disability, perhaps too much talk … It’s not true, of 
course, that if we want to do something enough we can do it’ (Shepherd 1966, p.60).   Sontag 
(1991, p.45) has made the similar observation that the view may be held by some that healing 
from a disease relies on the supposition that the will has an authoritative capacity which will 
‘subsume the rebellious forces of the body’.   
 
    This comment could also have meant the supervisor did not really think that ME/CFS was real.  
 
129  This is a further indication that her supervisor was not accommodating her needs, and according 
to her story, she felt that his neglect was not caused by academic demands on the supervisor’s 
time, although her own disappointment and exhaustion may have coloured her story here.   
 
130  See Glossary. 
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She considers that, from her perspective, her supervisory needs were not being met.  
Her next story dealt with the lack of communication with her supervisor.  It is 
normal practice for Doctor of Philosophy students to be given extra work but in 
hindsight she does not think it was appropriate to ask someone in her position to do 
extra work unrelated to her project.131  Teresa has pointed out how any little extra 
activity can take the student beyond their meagre reserves of energy, and she feels 
that her limited energy was not taken into account, especially as it was not related to 
her research project and also was not paid work. 
  
On several occasions I was told by [supervisor] to do some work for some 
people from other research groups.  He didn't inform me that I could refuse 
and I felt pressured to do it as very few people in my group knew how to do 
this particular technique.  In hindsight I should have said no as I used up a 
few week's supply of energy doing this work which was completely 
unrelated to my project. 
 
 
Teresa discussed the cognitive dysfunction of ME/CFS (using the colloquial term of 
‘brainfog’) and how this impacted upon her functioning as a higher degree by 
research student.   
 
I didn't know much about CFS in the first couple of years I was sick - I 
applied for my p/t PhD course when I'd only been sick for 1 year.  (I'm not 
sure I'd even been diagnosed with CFS then - the diagnosis at that stage 
might still have been "post viral syndrome" or something like that).132  I 
didn't realise how bad the cognitive problems caused by CFS can be until I 
had a couple of months when my health improved significantly (nearly 2 
years after I started my PhD).133 
 
                                                 
131  Another Doctor of Philosophy participant was reluctant to speak to her supervisor about her 
inability to do extra work, as she thought that her supervisor would question her interest, and also 
it could put her in a bad light with her supervisor.   
 
132  The medical profession often gives the name post viral syndrome or Post Viral Fatigue 
Syndrome in the early months of the condition as six months must elapse before the diagnosis of 
Chronic Fatigue Syndrome (Bell 1991).   
 
133  This is consistent with the cognitive dysfunction findings of Scoley, McCue and Wesnes (1999).  
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Teresa has contrasted her experiences of the cognitive dysfunction of ME/CFS 
when her brain is dysfunctional and when she is in remission.  
 
During the time my health was good, I went to a conference in another city 
(by myself, which was a huge achievement in itself for me!).  The 
conference was about a topic that I wasn't very familiar with, but to my 
amazement, I was able to follow nearly all of the talks given at the 
conference.  It was a huge boost to my confidence.  For nearly 2 years, I'd 
been really struggling to learn new things for my PhD and then, suddenly 
my brain started working again.  It made me realise how much the cognitive 
difficulties of CFS had been affecting me.  But then my health deteriorated 
again and it became very difficult to understand and learn new things again.   
Concentration was also a huge problem - I just could NOT sit still and read 
journal articles!134 
 
The cognitive dysfunction difficulties made Teresa feel quite isolated and it was not 
until months later when she became active in a few support groups (a local group 
and an e-mail list) that she then realised that she was not alone in having this sort of 
problem with concentration.  She stopped feeling like a failure for not being able to 
concentrate.  
 
Teresa’s main source of support at her university was the General Practitioner at her 
university's health service.  Teresa found her supportive and sympathetic as well as 
understanding how the university’s complicated bureaucracy worked, especially 
regarding things like sick leave.  She does not think she would have had as much 
support from a General Practitioner who was not familiar with how her university 
functioned, even if they had known a lot about ME/CFS.  Teresa had belatedly 
accessed her university disability office as she says that ‘it was the disability officer 
at my uni who suggested I join this specific local support group and I'm very 
grateful that she did’. 
 
                                                 
134  This observation made by Teresa reveals the differences between ‘brainfog’ and normal 
cognition.  Other research participants have described how ‘brain fog’ has affected them, but have 
not given any comparison between the experience of living with or without ‘brainfog’.   Her 
experiences are consistent with the research findings of neurocognitive impairment in ME/CFS 
(AYME 1998; De Luca 2000; Gordon et al. 1999; Gordon, Starr & Michalewski 1999; USDHHS 
CFSCC, 2000).  
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I didn't make as much use of my uni's disability officer as I should have.  I 
only went to see her after more than 2 years into my PhD - in hindsight I 
should have seen her as soon as I enrolled.  One reason why I took so long 
to see her is that when I first started my course I was sure that I'd be well 
within a year or so, as I'd only been sick for a year when I first applied to do 
a PhD.135  In some ways I think it's tougher for PWC students who’ve ‘only’ 
been sick for a year or so, as in my case at least, I was still in denial and 
positive that I'd be well again very soon.  So I really didn't prepare for the 
fact that I might be sick for years.  
 
Teresa hoped to be well soon and she used this as a reason for not accessing the 
disability officer.  She felt that her health would return and she would overcome this 
temporary aberration.136  
 
Teresa concludes with her advice to other students with ME/CFS:  
 
I think visiting the disability officer when a PWC first starts a course at uni 
is pretty important - that way you can find out early on what practical help 
you can get, what your rights are, how to deal with lecturers/supervisors, 
etcetera.137  
 
 
 
 
 
 
 
                                                 
135  This comment is similar with the experiences of other students with ME/CFS early in their 
illness - they do not perceive that they have a long term disability (Mungovan & England 1998).  
Ramsay (1988) found very few ever recovered fully from M.E. whereas Sharpe et al. (1991) state 
that CFS (equated to Chronic Fatigue) is a syndrome of definite onset which is not life long 
(Oxford Definition).   
 
136  For Teresa, acknowledging her new disability and/or counselling for the loss of health may have 
not have been an appropriate intervention as it would taken away her hope of being well soon; a 
hope which many with ME/CFS cling to as a coping tool.  
 
    ‘Loss theory is fine for those experiencing loss consciously.  Clients who say they do not feel it 
need to be believed.  I think non-disabled loss counsellors project the feelings they imagine they 
would have in their disabled client’s position’ (Withers 1996, p.104). 
 
137  Other research participants have offered advice to other students in their stories, endeavouring to 
help them in their endeavours and studies, and this is also probably a reason why some students, 
such as Teresa, decided to participate in this research project.   
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7.4 Return of the Participant Stories  
 
The stories were returned to Bianca, Katrina, Terry, Kathryn, Marlene and Teresa 
for their comments and verification.  They were told that they could change, alter, 
delete, add information or even withdraw their story completely.  The decision was 
their’s to make.  All were happy with their retold stories.  
 
Bianca made an emotive response to her story:  
I felt most honoured as I read, because you have stayed so faithfully within 
my words and my experiences.  Though I am not a 'religious' person as such, 
all I can say is a very big bless you for your work. You have my permission 
to use this in your work ... it is indeed an honour.  I also found your work to 
be completely and utterly empowering and moving too.  Brought a tear to 
the eye.  So thankyou!  Nothing needs changing!  You also have my 
'permission' to use this in any way that you see fit.  More power to you.  … 
Thank you for sending this piece and for being so loyal to my story.  
 
Katrina responded: 
Thanks for your note and sending my little bit of your study.  I've not been 
real good myself lately.  I'm probably trying to push myself a bit too much.  
[I] haven't been this sore for such an extended period of time in years. 
Anyway, I just read my 'bit' and it's fine - thankyou!  It will actually be good 
to have, especially with lots of empirical evidence and stuff inserted - just as 
a resource.  Well, can't stay for long - screen is hurting my eyes. 
 
Terry updated his story to the present but these were the only changes he made.   
Terry said ‘I thought your account of my story a good representation of my 
experience.’ 
 
Kathryn replied: 
Yes I still agree.  I forgot that I wrote those things as they came quite 
spontaneously from my heart at the time.  I barely glanced them over before 
sending.  To read them again makes me sad, because nothing much has 
changed since that time.  As I read it, with my professional and personal 
understandings, I do believe that I had grounds for being treated better, but it 
just seems to be alright, doesn't it?  I suppose that if these problems dealing 
with CFS were contained to my uni setting and services, you could some 
how get many issues couldn't you?  Unfortunately it appears that many of us 
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have to deal with similar prejudices, disbelief and misconceptions, in most 
educational and social settings, most of the time.  How we are treated in a 
tertiary setting only reflects broader social trends.  At least this work 
[research] might form the basis of policy and actions to reclaim some of 
what is lost, and give a ray of light to those yet to come with CFS. 
 
Marlene edited her story for grammatical clarity and expression and added a 
poem.138   
 
Teresa was too ill to read her returned story and she gave it to her partner to read 
and here are his comments. ‘Thanks for resending Teresa’s story.  I've read through 
it and didn't find anything to quibble with.  Teresa thinks its fine as it is.  Some of 
the references you quoted looked very interesting.’ 
 
Returning the stories to the participants has verified the stories which they wrote 
and their endorsement of my interpretation, with the added authentication of 
medical research findings, has been found to be acceptable.  As Bianca said, 
‘empowering’. 
 
The therapeutic value of the writing of stories has been set out by many (Fox 1999; 
H.White 1981; M.White 1995; White & Epston 1990).  Some of the participants 
revealed that the re-reading of their story was an emotional experience.  Although 
they have written out their experiences, the feelings which they had encountered in 
the events were still not resolved.   
 
 
 
 
 
 
 
                                                 
138  Appendix 2 
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7.5 Common Areas of Concern 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
7.6 Summary  
 
Throughout the participant research stories of their lived experience with ME/CFS 
which has been told in this chapter, there have emerged issues, such as the cognitive 
dysfunction, the mobility on campus, peer relationships, library access and 
academic assessment issues, which need to be explored further, to ascertain how 
relevant they are to the ME/CFS student experience.  Attendance requirements, and 
rules and regulations were issues which arose but campus access was also 
important.  Academic assessments, allied with cognitive dysfunctions, created 
equity issues.  Importantly, credibility to negotiate on these issues with people, led 
to disempowerment, and these in turn led to personal quality of life situations 
arising from their lived experience and yet graduation was a most rewarding 
experience. 
                   
                               Common Areas of Concern 
 
Issues which arose in the above stories included the following areas:
• Campus access: vehicle, walking, geography of campus, library  
     access, rest room and facility access;  
• Assessment: examinations, written exercises/essays; 
• Attendance: lectures, laboratory practicals and tutorials; 
• Rules and regulations; 
• Cognitive dysfunction;  
• People: lecturers and other staff, supervisors, disability liaison  
officers, peers, family support;  
• Personal feelings: lack of confidence, inability to negotiate, loss  
     of quality of life; and, 
• The name of Chronic Fatigue Syndrome. 
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In the next chapter the issues which have arisen in the six participant stories, will be 
explored and reference will be made not only to the six storytellers but also to the 
experiences of the remainder of the participants.  This will triangulate the issues and 
validate areas where difficulties may be found for students with ME/CFS. 
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 Chapter 8 
 
Topical Analysis of Participant Stories 
 
8.1 Introduction 
 
In Chapter 7 I presented six stories told by tertiary students with the ME/CFS 
condition.  These stories were presented as narratives in their own right with little 
interpretation and analysis by the researcher.  In this chapter I am revisiting these 
six stories, having identified for further analysis and interpretation a number of 
recurrent themes or issues arising in one or more of the stories.  In addition, with a 
view to ‘triangulating’ these perspectives and providing some measure of the 
extensiveness of these issues, I am drawing on the responses of an additional thirty 
participants – people who have written their stories but who did not meet the 
selection criteria for ‘stories’ presented in Chapter 7.  This chapter is schematically 
organised according to the emerging issues: bureaucratic rules and regulations, 
academic assessment, physical access, personal relationships, and personal impacts. 
 
8.2 Bureaucratic Structures 
 
The bureaucratic structures pertaining in the educational institutions are now 
addressed.  These include areas such as rules and regulations, attendance 
requirements and attendance at lectures.139  Students revealed that this was an area 
which caused difficulties and also that they were unaware of their rights to negotiate 
in certain situations. 
 
8.2.1 Rules and Regulations 
Five of the six storytellers mentioned their difficulties with rules and regulations.  
Difficulties arose not only from the lack of knowledge of the participants but also 
                                                 
  139  Assessment is dealt with as a separate entity. 
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from the application of the regulations which, when applied to students with 
ME/CFS, could be construed as discriminatory.   
 
Terry, Katrina and Kathryn expressed concerns about regulations.  Terry was 
concerned that the level of his disability was not taken into account for the final 
grade he received in his subjects and his disability would only be taken into account 
if he failed.140  Katrina was concerned that if she withdrew she would have to 
proceed through the whole admissions selection process again.  Kathryn drew 
attention to how students, who had an illness relapse in the first semester of a 
course, are not allowed to defer their studies otherwise their enrolment would be 
terminated.  This is an inequitable burden placed on students with a fluctuating 
chronic illness which prevents them from predicting their health status for the 
semester; they are punished by having to completely go through the selection 
process again. 
       
There is a university rule that you can only defer studies for 1 year before 
you have to re-apply through VTAC.  I actually deviously extended that and 
took an extra 1.5 years off in 6-month slices in between classes.  But for 
PWCs I really think we need to have any amount of deferral we need, with 
no pressure to "get stuff finished" - if somebody needs to take five years off, 
they SHOULD be allowed to. [Carla] 
 
Bianca mentioned her personal discomfort in being forced to adopt a disabled role 
to obtain a disabled parking permit to allow her to use on-campus car parks.  A 
second area of difficulty for Bianca was the expectation that she should have 
obtained more participants in her research (without consideration of her physical 
limitations).  She had to appeal her honours assessment for this reason. Teresa drew 
attention to the bureaucracy of her university and the expectation that as a doctoral 
research student she would take on additional duties.   
 
                                                 
140 Australian Post-graduate Award scholarships and honours admission regulations rely upon  
examination results so there is no equity for the student with disabilities whose performance at 
examinations has been compromised (especially through the lack of accommodation for cognitive 
dysfunction in the case of ME/CFS) (Morris 2002b).    
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The Higher Education Contribution Scheme (HECS 2000) was of concern to both 
Terry and Kathryn as they considered withdrawal from their courses.  They 
revealed that they were familiar with the application of the regulations. 
 
Kathryn mentioned that she had not known she could apply for misadventure or 
request for illness consideration in examinations.  The lack of adequate provisions 
for rest during examinations was a particular difficulty and embarrassment for 
Kathryn.  When she was too ill to attend the library, the library was very 
unsympathetic about mailing books to her.  These difficulties denied her equal 
access to this facility which is enjoyed by other students. 
        
Terry found that the expectation by his university that all students could stand in a 
queue to re-enrol created difficulties for him and he experienced indirect 
discrimination as his physical limitations with ME/CFS were not taken into 
account.   
 
Twenty other participants mentioned difficulties that they experienced with rules 
and regulations. This is a high number of students experiencing difficulties arising 
from problems with university regulations, faculty rules and policies of individual 
departments.  In some cases these rules and regulations forced the withdrawal of 
participants from their courses.  This is not reflective of equity and justice for 
students with a disability. 
 
Unfortunately my health deteriorated and uni. was starting to become a 
struggle.  My main problem was surviving the three-hour practical classes. I 
had two three-hour labs a week and could only manage if they were my only 
classes scheduled for the day.  As it happened both classes were scheduled 
on days when I also had lectures. … After one week with this schedule it 
became apparent to me that I was not going to last the semester. … The 
science faculty was very large with the lab classes scheduled at about six 
different times during the week so I did not think that there would be a 
problem. … They were very accommodating and immediately changed my 
class to a time that better suited me.  There was absolutely no problem and 
the validity of my claim was not questioned.  .... I again explained my 
circumstances [to the other department] and asked to be changed to the lab 
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class earlier in the day.  The immediate response was "no".  … I again 
explained the exact nature of my illness but this made no changes.  The 
department simply refused to allow me to change classes.  Even after I 
offered to supply supporting documentation my request was refused.  I 
eventually gave in and tried again to make it to the lab class.  After the 
second lab class I had to take the rest of the week off because I was too ill to 
attend.  When I returned to uni., I decided to drop the subject.  This was 
very difficult because by this time I had decided to major in [academic 
discipline] and this subject was compulsory for my major. [Carmen] 
 
8.2.2 Attendance Requirements 
Attendance requirements were commented on in all six stories: areas included 
compulsory distance education residential schools, compulsory tutorials and 
compulsory full-time enrolment and attendance.  Kathryn, although a Distance 
Education student, was faced with compulsory attendance at a residential school.  
 
Sixteen other participants found that they had difficulty with attendance, including 
two distance education students.  Compulsory residential attendance becomes an 
added hurdle and students with fluctuating health hope they will be able to comply.  
The long hours timetabled for residential schools do not allow for rest and pacing 
(King et al. 1997) and can force students to over extend their limited energy and 
cause relapse (RACP 2002).  There is inadequate allowance for students who are in 
physical relapse. 
 
      In cases of illness, exemption from attending a residential school can be 
granted by the university but … such an exemption was not always easily 
achieved.  …The exemption was granted on medical grounds, but there was 
obvious misunderstanding as to the true status of the illness as the letter 
from the Faculty Administration stated there was some reservation in 
granting the exemption as I had ‘used the same excuse last year for the 
residential exemption’, and that ‘it is most unlikely for a third exemption to 
be approved as I would have known about (my) illness at the time of 
enrolment’.  The exemption was granted on the condition I submit four one-
thousand word essays … That extra workload was difficult. [Joanna] 141 
 
                                                 
141 As alternative assessments are to be no more difficult nor time consuming and are to be assessed 
to the same standard this would seem to constitute discrimination (DDA 1992). 
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Missing more than 3 tutorials per semester automatically leads to the loss of 
15% of my final mark and the preclusion from sitting Supplementary Exams 
(which may be necessary due to poor health on the day of the exam).  There 
is no concession for the fact that having CFS makes it virtually impossible 
to meet this compulsory requirement.  Medical certificates are accepted only 
if obtained on the day of illness, which is rather difficult when my GP is a 
20 minute drive away and I can’t get off the couch. [Tammie] 
   
I went to talk with the course convener about the possibility of doing the 
course part time but there was no negotiation.  Impossible … I raised the 
possibility of continuing in the next intake of students to enable me time to 
recover.  I was told I was welcome to do that but they could not guarantee 
that I would get entrance into the course again.  Yeah, right, I’m sure they 
would let me in again with this history!  So I had no choice but to try and 
get through - I really wanted to succeed. [Vicki] 
 
8.2.3 Attendance at Lectures 
Difficulties attending lectures was experienced and four of the stories drew 
attention to problems with physical pain and in maintaining attention.  Teresa had 
problems with attending the laboratory for her research and, as her physical 
endurance was limited, she had to leave when her supervisor arrived late or did not 
arrive at all.   
 
Lectures would not be applicable to all students as some students were doing post-
graduate research degrees. Twelve students mentioned lectures and laboratory 
practicals, two mentioned that they studied off-campus and sixteen did not mention 
lectures in their writings.  
 
I struggled with the workload, dropping one subject, then another.  How the 
hell I got through the pracs. I can not remember - a weekly 3-hour session 
for each subject, largely standing up, and working hard the whole time. 
[Rosemary] 
 
There were the usual problems (fluorescent lighting and air conditioning) 
which meant that I suffered a migraine (the lighting) and ended up with 
another sinus infection (the air conditioning) ... but in a way I've just come 
to expect that I have to put up with things like this. [Leanne]  
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I remember living on pain killers and muscle relaxants, anything to get me 
through.  I’d sit in class drenched in sweat and dizzy like I was going to fall 
off of my chair. [Vicki] 
 
I actually went to the lecture to see if anything would make sense.  After my 
head started spinning and I thought I was going to pass out I would go 
outside and have some water and lie down for a bit before working out how 
to get home. [Quentin] 
 
 8.3 Assessment 
 
Academic assessment, such as examinations, created problems for the five 
storytellers. The cognitive dysfunction symptoms of ME/CFS (affecting short term 
memory, recall, encoding of new information, concentration and learning) generally 
were the most distressing areas to which participants drew attention.  Many 
participants used the term ‘brain fog’ to describe these symptoms.  
 
8.3.1 Cognitive Dysfunction 
The six storytellers referred to their difficulty with cognitive dysfunction symptoms 
and believed that it was neither adequately accommodated nor even understood.   
Bianca and Terry referred to problems in lectures. Marlene, Kathryn and Terry had 
difficulties with examinations and told of how their cognitive function deteriorated 
during the course of the examination.  Both Terry and Teresa were able to contrast 
their pre-ME/CFS cognition with their present cognitive dysfunction.  
 
All other participants without exception drew attention to their problems with 
cognitive dysfunction symptoms. No other area of difficulty was more emphasised 
and stressed.  There are no adjustments made for these universal symptoms of 
ME/CFS and the comments made by the participants demonstrate how stressful 
these symptoms are to them as they endeavour to study. 
 
But my brain shut down and I lost short term memory.  While at Uni. I 
forgot where I was and what I was doing on my way to the library.  I 
wondered, jokingly and not yet in panic, if I had developed amnesia.  I tried 
the standard test- what is my name - and couldn’t think of it.  My reasoning 
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was curiously impaired, and I finally worked out how to get home from my 
limited memory access.  The next day I was fine. [Barry] 
 
My brain had had a good rest now … it seemed OK.  But when I tried to 
introduce it to this (to me) massive amount of new information it was 
supposed to deal with - it collapsed and completely shut down.  I struggled 
to get through the readings for the subject, to take in the concepts, but I just 
couldn’t retain anything.  I found it fascinating and was desperate to learn.  
But even though I went over and over and over everything, my brain just 
couldn’t take it in.  My memory was still far from normal and by stressing it 
in this way I made it far worse than it had ever been before. [Rosemary]  
 
It was hard because I often forgot things due to the ‘brainfog’ and the fact 
that I was doing something I had never done before, and everything took me 
longer than it would take other people. [Nola] 
 
The faculty refuses to acknowledge my special needs.  They give some 
leeway, which is designed to recognise my fatigue and its ability to ruin my 
next exam.  They do not allow for my cognitive disabilities and my inability 
to express myself within normal bounds. [Haydn] 
 
Charles applied his professional teaching knowledge to explain his capabilities and 
his comments are helpful in providing information about how cognitive dysfunction 
affects performance.   
 
I was particularly interested in information processing principles and 
especially theories to do with individual learning styles.  This knowledge 
allowed me to identify my learning problems and to devise strategies to 
improve my performance. My main problem was the inability to grasp the 
relationships between concepts.  I could read something, understand each 
individual component, but not be able to put it all together into a meaningful 
whole. [Charles] 
 
8.3.2 Examinations 
The five storytellers who were examined all pointed out that examinations 
presented difficulties for them.  Kathryn drew attention to the pain and poor 
accommodations which did not address her needs. Kathryn and Terry mentioned 
how their grades were lower than they would have expected had they either not had 
ME/CFS or if they had had an alternative form of assessment.  Bianca expressed her 
opinion that universities do not adequately accept nor accommodate ME/CFS.   
Katrina made no mention of accommodations being made to meet her needs.   
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Terry, Kathryn and Marlene found that cognitive problems occurred during 
examinations and worsened as examinations proceeded.  Marlene was aware that 
her memory encoding was fragile and had requested to be examined immediately 
after the conclusion of her courses of study rather than wait for three weeks or so 
for the scheduled examination time.  All felt that they did not perform as well as 
they would have done had they not had ME/CFS.    
 
They mentioned the impact of examinations on their health.  Marlene has also 
mentioned that examination preparation is counterproductive with serious health 
deterioration being experienced due to increase in workload.  The usually-made 
examination accommodation of additional time did not assist Terry and Kathryn, as 
they found that they had to leave the examination room early.  Marlene did have 
additional time and, although helpful, it also meant more exhaustion and physical 
strain was experienced.  Marlene was the only research participant who had been 
able to negotiate an adjustment to her examinations which was not solely fatigue 
orientated. 
 
Twenty other participants had examinations.  They all mentioned their difficulties.  
They focussed their remarks on problems of learning, memory and recall.  Many 
pointed out the negative effects which examinations had on their physical health.  
The problems experienced with pain when sitting for examinations were also 
mentioned.  Oral examinations also created difficulties for some participants as 
their problems with memory recall, inability to organise thoughts ‘on the run’ and 
aphasia were not taken into account. 
 
Examinations have been revealed as an area which causes many problems for the 
participants; difficulties in pre-examination preparation, physically sitting the 
examination, endeavouring to recall information, and the possibly severe 
jeopardising of health status for an indiscernible or prolonged period of time.  No 
accommodations were made for the cognitive dysfunctions and impact on 
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examination outcomes.  Examinations thus create inequities and, given the 
uncertain long term health implications, affect human rights and quality of life. 
 
The exam variations I have arranged thus far have included double time and 
a 1 hour rest break, which was intended to be either short rest periods or a 
longer rest if I needed to lie down.  Nevertheless, I have had invigilators 
who refuse to let me out of the room, and it is very difficult to lie down in a 
small, crowded, stuffy room - on the floor - and call it rest.  [Tammie] 
 
My one remaining subject, in second-year [subject name] had a mid-
semester exam before the Easter holidays, which I think was worth 10%.  It 
was a one-hour exam to be held in our last lecture.  I was having massive 
concentration and memory problems and I knew I wouldn’t be able to 
perform normally on this exam, so I sought to be given extra time - I applied 
for this through the Faculty office and they granted it to me.  However when 
I arrived at the exam, the people running it did not have a clue who I was 
and in fact there was no provision for me to have extra time.  [Rosemary] 
 
The exams each were to examine seven chapters of text.  This would have 
been impossible for me to complete as I was finding it a huge task to read as 
little as four pages of text.  This little bit of reading would completely 
exhaust me and I would sleep for a few hours and wake up with a terrible 
headache. … If I go back over that section by the time I get through it the 
end of the chapter has often disappeared from my memory. [Quentin] 
 
8.3.3 Essays, Assignments and Written Work 
Four of the six storytellers, for whom written exercises and essays were applicable, 
mentioned their problems with written work.  Terry and Kathryn found that 
deadlines were difficult to meet.  Katrina did not mention essays or exercises. 
Teresa’s scientific doctoral research had not reached the writing-up stage so it is not 
known if this will create problems or not.  Bianca had difficulties in submitting her 
honour's thesis.   
 
Timetabling for the submission of essays and exercises was a problem.  Students 
found that they obtained better results in written essays and exercises than they 
achieved in examinations.  The cognitive problems were more apparent in the 
examination situation.  Marlene found the alternative of written exercises provided 
a better method of assessment. 
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Written work difficulties were addressed by ten other participants.  Two 
participants mentioned they had to do additional essays instead of attending 
workshops or residential schools.  Joanna had had this accommodation made due to 
the relapse of her ME/CFS.  She says the work submitted in lieu of attending the 
residential school was marked at a higher standard 142 as it had been deemed that 
she had not benefited from the discussion at the residential school.  She was given 
this explanation when she appealed her assessment mark: 
 
Course requirements included the presentation of a Tutorial Paper. ...  As I 
was anxious to prove I had prepared the paper well in advance and as I was 
… too ill to work further on it … I forwarded it.  ‘The grade remains as 
assessed; the reason being you were unable to attend the residential school 
and, as a consequence, did not benefit from the content discussed at the 
tutorial and lectures.’ [Joanna] 
 
There was no mention of written work by eight students and five were in courses 
where essay exercises are not applicable.   
 
The only accommodation which is offered currently is additional time for written 
examinations as recommended in the disability guidelines used by tertiary 
institutions in Australia.  Additional time does not equate to equity for students with 
ME/CFS.   
 
My conclusion is that the symptoms of cognitive dysfunctions were not adequately 
addressed when assessment accommodations were made by the tertiary institutions: 
when adjustments for examination were arranged the symptoms of ME/CFS which 
most impact on assessing learning outcomes were completely ignored.  Until the 
symptoms of cognitive dysfunctions are addressed and appropriate accommodations 
made all assessment procedures contravene the Disability Discrimination Act 
(1992) Section 6. 
 
 
                                                 
142  See Footnote 141 
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8.4 Physical Access 
 
The difficulties of access to campus facilities were addressed in all the re-told 
stories as ME/CFS placed restraints on the participants due to their lack of physical 
endurance and mobility. 
 
Twenty-one participants had problems with campus accessibility including mobility 
difficulties on campus.  Twelve participants mentioned that they had multiple 
problems with access:  parking problems, walking about on campus, building access 
and the geography (layout of the campus).  Distance education students mention 
access either in the context that this was the reason they studied off-campus or the 
problems with residential school attendance.  Three of the participants who studied 
distance education did not access their campuses at all.    
 
8.4.1 Car Parks 
The six storytellers mentioned that they had problems with car parks on campus.  
Kathryn found that the car parks, when she endeavoured to access the library, were 
too far away and were beyond her limited ability to walk especially as there were no 
seats along the way for her to rest.  Similarly Katrina had problems with the 
distances from the car park to campus buildings and she was unaware that she could 
have had parking concessions if she had obtained a disabled parking permit from 
her local council.  Bianca did apply to her local council for a disabled parking 
permit so she could use a parking area on campus.  Marlene found that although her 
university provided a scooter to assist with on-campus access, it was located even 
further away from the car park than her lecture theatre.  
 
Ten other students mentioned difficulties with transport and parking on campus.  
There were difficulties experienced in obtaining parking and the need for parking 
permits.  One student was offered information on obtaining a parking permit for use 
on campus and another student mentioned that they relied on their parents for 
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transport so it was not a problem for them.  Fourteen participants made no 
comments in this area.   
 
Many of the newer campuses of Australian universities have been designed with a 
ring road with car parks around the periphery.  This design does not accommodate 
students who have limited energy and walking ability and discriminates against 
these students by creating access difficulties.  This research has found that suitable 
parking facilities with nearby access to campus venues is necessary for students 
with ME/CFS.  Too often parking is located in distant car parks and beyond the 
limited walking ability of these students.   
 
My building was located down the bottom of the steepest hill you ever saw. 
The parking was the choice of trying vainly to find a spot on the hill 
(unlikely), parking way over in the middle of the campus in the only other 
nearby car park (thanks, no, 5-7 minute walk along the same steep path as 
from class-library). [Keith] 
 
The exertion getting to lectures each day sometimes completely fogged my 
brain and sent my temperature regulation nuts.  I went to see the university 
disability officer about disable parking space, thinking it would help 
conserve my mental performance.  I even felt embarrassed and 
discriminated against here!  The disability officer was in a wheelchair so 
you can imagine what I felt like walking into the office and asking for a 
disabled space, even though my illness was just as valid an impairment to 
my studies - possibly more if we consider cognitive dysfunction.  I was also 
receiving a disability pension so I should have had no problems ‘proving’ I 
was disabled to some extent.  Even though the officer never said so I felt she 
didn’t really believe me and I was told I wasn’t ‘disabled enough’ to get a 
parking space. … I tried to look at any other services that might help but 
nothing was really on offer and the wheelchair lady didn’t seem too keen to 
help either so I didn’t really get far.  Whenever I passed her later on and said 
hello she always seemed to try and look away - so many people seem to 
make you feel like a charlatan or some sort of perverse, attention seeking 
pariah. [Vicki] 
 
8.4.2 Walking and the Geography of the Campus 
The universities attended by Kathryn and Bianca were built on the side of steep 
hills and this created additional difficulties with fatigue and mobility.  Bianca, 
Kathryn and Marlene had found that access to facilities such as libraries, student 
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amenities, canteens and rest rooms created difficulties.  Katrina and Teresa had 
problems with steps and stairs and difficulties in locating lifts.  Finding a place to 
sleep, rest or lie down on the campus was a problem for Terry.  Terry only attended 
university on alternate days to avoid the daily walk to the bus stop which left him 
exhausted.  Teresa had walking problems when attending conferences.   
 
Seventeen other students wrote of their difficulties in walking and the geography of 
the campus.  Eleven students drew attention to their difficulties with stairs on 
campus.  Four participants could not access canteens and food venues because of 
distance and terrain and even had to forego meals.  Six of the participants 
mentioned the lack of provision of adequate and nearby rest rooms.  Five students 
felt that to either be pushed around in a wheelchair or to be carried (a comment 
made by a male in his twenties) would be a solution to their problems.143   
Seven students did not mention difficulties in this area: one used a motorised 
wheelchair and six were either distance education students or post-graduate 
researchers.   Distance education students attending residential schools, being 
unfamiliar with the geographical layout of the campus, were unable to foresee 
difficulties with mobility and access which they encountered and could not make 
appropriate negotiations in advance to meet their needs.  
 
I still haven’t found a way to get from the bottom floor to the top without 
passing at least one flight of stairs, and taking the scenic route outside the 
building to avoid most of the second flight.  And I find it ironic that those of 
us who experience difficulty moving should be the ones who have to take 
the circuitous routes.  … But even the recent additions to the … [building] 
assume A1 mobility in all ‘on-site users’.  [Joanna] 
 
What I really wanted though, was a solution to my transport problems, like 
somebody who could push me around in a wheelchair; walking around 
campus was really knocking me out.  [Rosemary] 
 
I don’t want any special concessions - but I do want considered assessment 
by architects and planners about exactly what ‘disabled’ means, and what 
                                                 
143  As all limbs are affected only motorised wheelchairs can be used independently by persons with 
ME/CFS.   
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concessions need to be made for disabled students.  A very large toilet 
cubicle with a metal hand grip bolted to the wall just isn’t good enough any 
more. [Joanna] 
 
Also, I hadn’t taken a packed lunch with me (difficult to arrange when 
you’re staying in hotel accommodation) and found out (at lunch time) that 
the nearest (open) café was a walk of about three blocks … uphill! [Leanne] 
 
8.4.3 Library Access 
The storytellers had problems with university libraries.  Bianca found that she had 
access difficulties that affected her cognitive function.  Katrina had problems with 
heavy books as did Kathryn and Teresa.  Kathryn had problems with borrowing 
terms as well as the odours in the library that affected her ability to study there.  
Terry found visiting the library drained him of energy; additionally he had problems 
making futile library trips trying to borrow books which left him feeling 
despondent. Teresa pointed out that she had problems with the photocopying of 
journals for her PhD research.   
 
Seventeen students reported difficulties using campus libraries.  One student 
mentioned that the library was inaccessible as it was too far away on the campus to 
reach by walking.  Other students had other access difficulties; one found opening 
the door of the library a problem and two others had difficulties in ascending the 
stairs in the library.  Seven students mentioned their problems with queues when 
borrowing books and the heavy weight of books.  One student pointed out the lack 
of a chair near the photocopier.  Four found that trolleys were not available to them.  
Four students had their books posted or couriered to them from the library so they 
did not have the need to attend in person.  One distance education student had 
problems with stale cigarette fumes emanating from books which had previously 
been used by students who smoked while reading and this caused her to have 
migraines.  On-campus participants experienced the most difficulty with their 
institution’s library. Thirteen participants did not mention libraries and library 
access.   
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And some days I don’t even have the strength to open the (name) Library 
doors - you know, the ones with the ‘Disabled Access’ signs on them. 
[Joanna]  
 
One issue that did cause a problem for me was over two library books.  This 
was when I was at my worst.  They were several weeks overdue and I 
received nastier and nastier mail about them.  At this point I was almost a 
total shut-in, unable to go out and phoning anyone took too much energy, 
and I was especially worried about confrontation.  One day, after a month or 
so, I managed to get to Uni., drop off the books and come home before I 
collapsed.  I didn’t feel that there was any provision in the way things 
worked for me to do anything else about it.  [Barry] 
 
8.4.4 Other Access Problems 
There were access difficulties which other participants mentioned which had not 
been mentioned by the six storytellers. Seven students had difficulties in these 
areas; workplace placements (three students), practical fieldwork (two students), 
and residential school accommodation (two students) were mentioned. 
 
Workplace placements were difficult with the amount of walking, standing 
on your feet and climbing stairs.  As you are totally dependent on the 
assessment of your supervisor you had to make a judgment if it was a plus 
or a liability to mention you had CFS and really needed to take the lift. 
[Vicki] 
 
For the residential school … I requested accommodation… easily accessible 
to [the building where residential school was to be held] and transport.  I 
asked for a room in close proximity to the toilet/bathroom and main dining 
room. … I was allocated a room in the older and worst possible [location]. 
… I spent a night in cold bone-numbing agony trotting back and forth to the 
bathroom past the entrance door to the building which was unlocked all 
night because the security guard forgot to lock up.  The phone in the foyer 
didn’t work. … The next morning I was too ill to attend lecturers. … It 
seems I had been sent to that particular [residence] because ‘it had ramps for 
the disabled’.  Egad! … [The other residence] has some rooms with en 
suites, telephones in rooms, disabled toilets and bathrooms, etcetera. 
[Joanna] 
 
Physical access to on-campus facilities was a struggle for the participants and this 
included lecture theatres, student amenities, libraries and car parking.  Other access  
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barriers were created with the use of queues, long ramps, steps and stairs.144 
Without equal access to facilities the ME/CFS participants are disadvantaged and 
are even less favourably treated than other disabled students with visual and 
wheelchair mobility difficulties. 
 
8.5 Personal Relations 
 
This section compares the relationships which the participants had with lecturers, 
supervisors, disability liaison officers, peers and family support.  Issues such as 
credibility and misperceptions of the reality of ME/CFS emerge.  Apart from 
Bianca, all of the storytellers pointed out their difficulties with credibility. They 
point out the misperceptions of the condition are caused by the name ‘Chronic 
Fatigue Syndrome’ and, in turn, this affected their relationships with people. 
 
Twenty of the remaining participant stories mentioned relationships with lecturers, 
supervisors, other academic staff, disability liaison officers, peers and family.  Four 
participants did not mention relationships and they were distance education students 
who did not attend their campuses.   
 
8.5.1 Lecturers and Other Staff 
Bianca and Kathryn have drawn attention to the understanding which they received 
from some lecturers and staff.  Nevertheless, Kathryn still found that some staff are 
intolerant and ignorant of ME/CFS which made her student life more difficult and 
certain staff had made her feel angry and frustrated.  Katrina found that only one 
staff member had understood her needs.  Marlene had found ‘ninety per cent’ of 
staff cooperative. Terry did not mention receiving support from academic staff. 
 
                                                 
144  Guidelines such as NBEET (1994) stress ramps for wheelchair access and signposting which 
meets the needs of the visually impaired but does not address problems such as limited walking 
ability, odours and queues which were experienced by the ME/CFS student participants. 
 
 208
Fifteen participants reported negative relationships with their lecturers. Two 
students mentioned that the lecturers who were sympathetic to their dilemmas had 
close family with ME/CFS.  Students mentioned their concerns about whether they  
are considered credible in expressing their needs.  Some of the more serious 
comments were that lecturers considered that the students were ‘shirkers’ or 
‘malingerers’. Other lecturers demonstrated a misunderstanding of the condition 
and considered it was merely fatigue or depression.  One student wondered if his 
lecturers were agreeable during conversation with him but as soon as the 
conversation was over they promptly forgot everything and moved on to other 
issues.  Four participants did not mention their relationships with lecturers; these 
students either study by distance education or are post-graduate researchers. 
 
The lecturer in first year who, after dithering for 3 months, finally agreed to 
give me a copy of his lecture notes so I had something to study from.  He sat 
me down and lectured me for 45 minutes solid about how I was lazy and 
delinquent and trying to rip off the system.  I wish I'd seen his face when I 
later topped his class.  [Carla] 
 
Some of the staff have given me the impression after been informed of my 
plight, I’m, yeah, just someone else with an excuse.  As the word syndrome 
also brings on the response ‘its not real, they don’t know what it is, it’s more 
likely to be in their head or the impression that they know better than you, it 
can’t be as bad as all that, go and have a good sleep and you will be alright 
in the morning,’ don’t I wish!   I have also had the impression that some of 
the staff can be so sympathetic to you while you are standing there, but as 
you walk away that sympathy walks away with you.  [Tom] 
 
One lecturer commented that he understood I was tired all the time.  This 
was normal he also got tired a lot, and I just had to work through it.  [Barry] 
 
When I told this lecturer he said straight to my face, knowing I had CFS, 
‘Oh that’s when people are just depressed’ and pulled a face and shook his 
head indicating it wasn’t much and that he didn’t think too much of it. 
[Vicki] 
 
There is the need for education of lecturers about the full ambit of ME/CFS.  The 
disability guidelines used in universities need to be corrected and updated and 
address the impact of the condition in the educational setting for better  
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understanding to be achieved.  Academic members of staff need to be made more 
aware of their responsibilities under the Disability Discrimination Act (1992) 
(Morris, in press). 
 
8.5.2 Supervisors 
Two of the six storytellers had experiences with supervisors.  Bianca mentioned that 
her honours supervisor, after she had explained her situation, became one of her 
greatest supporters.  Teresa maintains she has a supervisor who has no 
understanding of her ME/CFS, lacks consideration for her by being unpunctual or 
fails to keep appointments as well as displaying an unprofessional attitude to his 
supervision.   
 
Nine other participants had had experience with supervisors and five of them found 
that their relationships were satisfactory.  One participant felt that she had a ‘touch 
and go’ relationship with her supervisor and three other participants were very 
negative about their supervisors.   
 
When I was well enough to go back into University, and discussed the 
situation with my supervisor, I received the usual barrage of questions, as he 
admitted he knew nothing about the ailment.  However, I was able to 
respond to the ‘why don’t you just get some exercise?’ questions with 
scientific answers as to why this was not a useful method of treatment. … 
However I sensed that he didn’t quite understand the issue completely.  He 
acknowledged that I was unable to do much work at that stage, and agreed 
that that was fine, but ‘as I got into the project, and realised it was 
interesting, I would then be able to do more work each day’.  I was too tired 
at the time to retaliate, and can’t even remember whether I replied with the 
‘motivation is not my problem’ comment I would have liked.  [Margot] 
 
My supervisor asked me quite a few questions about CFS in the first few 
months. … I appreciated the fact he was trying to learn more about it, but I 
also felt that he never really gained a complete understanding of it. … I 
guess it’s a lot because it’s a very hard illness to understand.  [Nola] 
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8.5.3 Disability Liaison Officers 
The Disability Liaison Officer’s role did not figure significantly in stories of the six 
participants.  Katrina says she did not know that they existed and, even if she had 
known they existed, she would have perceived that they were not for persons like 
herself who were ill but still hoped to recover.  Terry pointed out that, as he did not 
have a confirmed diagnosis, he observed that he could not access them.  Kathryn 
did access the Disability Liaison Officer for assistance with her examinations and 
found the Disability Liaison Officer sympathetic but unable to organise 
accommodations which met her needs.  Bianca pointed out that she did not try to 
have the university accommodate her medical condition as she believed that 
accommodations would not meet her needs or would not be given to her as she had 
ME/CFS.  Marlene found that the Disability Liaison Officers at both universities at 
which she studied had been helpful and of assistance to her within the limited 
resources which they had at their disposal.  Teresa has drawn attention that she did 
not access the Disability Liaison Officer until she was two years into her Doctor of 
Philosophy studies.  She wished she had made contact earlier because of the support 
she received in her studies. 
 
Many points were raised by the other participants regarding their use of the 
Disability Liaison Office.  Two participants said they had not known that the 
disability office existed on their campus and only discovered it later in their studies.  
A further five participants wrote that they had not contacted the Disability Office as 
they did not consider themselves disabled and explained that their conception of 
disability was circumscribed as being applicable to wheelchair users and those 
persons who are blind or deaf.   
 
Seven participants mentioned that they were offered the accommodations which are 
recommended in disability guidelines (rather than being considered as having 
individual needs due to the variety of different symptoms experienced with 
ME/CFS).  The participants are generally aware of their requirements although they 
tend to ‘think in the square’ – to ask what is available to them rather than 
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expressing their right to specific individual accommodations.  There were also the 
situations where some students with ME/CFS were constrained by their illness 
exhaustion and did not have the energy to challenge inappropriate accommodations 
which were offered to them.  Hence they were passive in accepting what was 
offered to them even if it amounted to tokenism and did not meet their needs.  Some 
students pointed out that often they would be directed to make negotiations which 
added to their physical and mental exhaustion.  They had had expectations that 
contacting the disability office would save energy rather than make them expend 
more energy in initiating negotiations for accommodations.145   
 
Sadly nine participants wrote of negative experiences with Disability Liaison 
Officers and only one participant wrote positively.   Negative experiences included 
misperceptions by disability officers about the nature of ME/CFS, stereotyping of 
students as being malingerers and thus not needing accommodation, and being met 
with condescending attitudes.  Participants said they could not be certain whether 
they would be accepted and whether the disability officer would misrepresent their 
condition to their lecturers.  Seven participants did not mention the disability office 
in their stories.   
 
The present problematical situation is unacceptable for students with ME/CFS.  
Given the comments made by the participants, future investigation and research into 
the role of the Disability Liaison Officers is indicated. 
 
The whole situation was very difficult for me.  I have very limited energy so 
I am unable to constantly chase people up.  It is more difficult to deal with 
people over the phone than in person and I cannot help but feel that the DLO 
never took me seriously and so did not bother to make the arrangements that  
                                                 
145  Shaw, a Disability Liaison Officer, has made the following comments:  ‘Too often students with 
disabilities encourage others to make decisions for them or even allow them to take responsibility 
for their educational experience. … This student was pathetically dependant on others to lead his 
life and pick up the pieces after him.  His mother organised his life, his study routine, his time 
extensions and was the ever loving, always available mother’ (Shaw 1998, p.30).  It is to be hoped 
that she was not referring to exhausted and cognitively dysfunctional ME/CFS students. 
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I had requested.  This year the arrangements had to be made again and I 
spent extra energy checking with the DLO that the arrangements had been 
made. [Carmen] 
 
I didn’t make any contact with Disability Support Services as at this stage I 
didn’t know they were there, and even if I had I didn’t see myself as 
disabled - I had yet to come to terms with the reality of my situation. 
[Rosemary] 
 
There were five different disability officers at the university during the 4 
years I was there with CFS, and I had to re-explain everything to each new 
one.  There needs to be more understanding with disability officers about 
how energy-sapping it is to re-explain yourself and re-justify all your needs.  
I know that disabled students are urged to participate in their own advocacy, 
but I think for PWC’s and others with limited energy, the ability to say "I 
need to have printed notes for this course" and just have that arranged for 
you is VITAL.  I felt that I spent at least HALF of my useful energy in red 
tape and negotiating for help - that energy could have been spent in useful 
study. [Carla] 
 
Simply attending uni was exhausting and defending my right to an equal 
opportunity education was too daunting. [Carmen] 
 
Disability Adviser … was replaced by a touchy-feely social worker type 
who was somewhat patronising, made assumptions about my condition and 
needs, and whose main aim was to establish a magazine. [Joanna] 
 
I went back to the university…, angry, afraid, feeling hopeless and totally 
alone. What was I supposed to do to get the support I was entitled to as a … 
student? … She made soothing noises and assured me that this was normal, 
and sent me away.  I never went back. [Heidi] 
 
8.5.4 Peers 
Five of the storytellers mentioned adverse perceptions from their peers.  Bianca drew 
attention to the problems of isolation which she experienced from the lack of 
friendship.  Katrina was unable to make friends in her course due to peer perceptions 
that she was malingering and lazy.  Terry found that all of his friends had graduated 
so when he returned to study he knew no-one in his course.  His social life was non-
existent at the university after ME/CFS onset.  Teresa was left out of discussions with 
her peers as she could not socialise with them and she missed out on the general 
information which was disseminated at these informal occasions.  Marlene was 
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isolated and was probably perceived as being unfriendly by the other students as she 
struggled to move about on campus.  Kathryn did not mention peers at all; she is a 
distance education student and is not studying on campus. 
 
Three on-campus students mentioned that they did not know any students in their 
year and another two on-campus students mentioned that ME/CFS isolated them and 
prevented them from making contact with their peers.  Six students pointed out that 
they were treated adversely by their peers because of misunderstandings about the 
nature of ME/CFS.    
 
Some people just seemed to become immediately suspicious of you when 
they find out you have CFS and seemed to watch you like a hawk - just in 
case you were lazing around or something. [Vicki] 
 
On a previous occasion the students found out about my extended time for 
exams and they subjected me to accusations of cheating and ‘the cold 
shoulder’.  This was a difficult period for me. [Haydn] 
 
To me, it is something which has ruined my life, yet it has certainly made 
me realise who my true friends are in life … I just wish that my friends 
would understand, and my family, and for them to realise that I have not 
changed I just have adapted. [Naomi] 
 
8.5.5 Family  
Five storytellers did not specifically mention their family support in their stories. 
Bianca drew attention to her family support especially in providing transport. 
Kathryn was hoping that academic success would enable her to regain status with 
her family and friends.   
 
There was little emphasis on family support in the remainder of the participants’ 
stories. Three participants wrote of the assistance which their family had provided.  
 
However I could not have made it through without the support of my 
friends, and most importantly, my family, who came to pick me up from Uni 
at night, to save me 1 hour otherwise spent on the bus getting home, so I 
could get extra sleep, as well as feeding me, and doing all housework 
activities. [Margot] 
 214
8.5.6 Other Persons 
Four participants (who did not have their story retold in Chapter 7) drew attention 
to accommodations which they had received to assist them in their studies. 
Assistance from tutors was not found to be helpful as it was another demand on 
scarce energy.  Persons with ME/CFS need to pace their energy expenditure 
carefully throughout the day; rigid time requirements do not take into account the 
need for pacing (listening to their body).   
 
Isolation from peers, misunderstanding by lecturers and a lack of confidence in 
receiving appropriate accommodations from the Disability Liaison Office affected 
the enjoyment and quality of life of the participants.  
 
8.6 Personal Impacts  
 
Emerging from the retold stories of the participants was the issue of credibility 
arising from having a poorly understood condition with a misleading name.  Bianca, 
Katrina, Terry, Kathryn, Marlene and Teresa all drew attention to the problems 
which they had with staff and peers.  The name was mentioned as affecting the 
perceptions of their institution about the debilitation, chronicity and seriousness of 
the condition.  The contested nature of the condition also affected their relationships 
with those whom they had dealings.   
 
My reaction is to try and explain it, but I have to let it go, because I cannot 
fall into the habit of trying to justify everything all the time - it puts people 
offside - I am better off not saying anything so that I do not rock the boat. 
[Haydn]. 
 
Apart from the obvious I still find people do not really understand the 
complexities of ME/CFS and how it affects our life, our work, our 
interaction with others or lack of; that the pressures of University are 
compounded even more because we have this particular disability.  You 
look fine to me.  How many times have I heard that said to me?  Or why 
don’t you have a few early nights?  Ugh!!!  [Norma] 
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8.6.1 The Name of Chronic Fatigue Syndrome 
The name of Chronic Fatigue Syndrome was a difficulty for five of the six story 
telling participants.  Kathryn avoided naming her condition because of the false 
perceptions which the name roused in people’s minds - she just described her 
symptoms or referred to her other medical condition.  Katrina found that the name 
disempowered her and, as she learnt more about her condition and discovered the 
older alternative name of ME (Myalgic Encephalomyelitis), she chose to use that 
name.  Teresa commenced her studies with the diagnosis of Post Viral Fatigue 
Syndrome and was two years into her course before she was given the name of 
Chronic Fatigue Syndrome.  Bianca felt that accommodations would be withheld 
from her because of the nature of ME/CFS.  Marlene used the name Chronic 
Fatigue Syndrome in a derisory kind of way, pre-empting negative comments 
thereby willing her listener to assure her that Chronic Fatigue Syndrome was a real 
condition.  Terry did not have a diagnosis, and so the name was not a problem to 
him, but he did wish to have a name for his condition which would enable him to 
negotiate accommodations.   
 
The name of Chronic Fatigue Syndrome was mentioned by twenty of the remaining 
participants as being a problem.  Apart from the problems and difficulties with 
cognitive dysfunction (in its various guises) no other phenomenon was so widely 
mentioned in the participant stories.  Four other participants expressly pointed out 
that it affected their credibility as persons, and another three said they would not use 
the name of Chronic Fatigue Syndrome at all because they feared they would be 
disempowered.  One participant used the name Fibromyalgia Syndrome.  Two 
further participants did not have a name for their condition as they had not yet 
received their formal diagnosis of Chronic Fatigue Syndrome at the time of their 
studies.  Only four participants did not mention the name of the condition at all in 
their stories.  Generally, the participants felt disempowered to negotiate because of 
their condition, and tried to avoid using the name ‘Chronic Fatigue Syndrome’.  
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Typical to my fashion, the department was not aware at all of my CFS 
status, partly because the course was difficult to get into, and I did not want 
to suggest that I was not up to it, when there were plenty of other people to 
take my place. [Margot] 
 
One of my concerns was to decide if I should disclose the nature of my 
illness to the faculty.  Knowing that CFS is misunderstood and often 
labelled as a mental condition I was concerned to avoid attitudes which may 
prejudice my relationship with the lecturers.  This is particularly important 
as the Education Department does not take kindly to mentally unstable 
employees.  Although this was not true in my case it is possible to view the 
CFS as mental instability.146  [Howard] 
 
For almost all of the time I didn't mention that I had CFS. [Charles] 
 
8.6.2 Credibility and Feelings  
Katrina mentioned that she had valued having a name for her condition but when 
her peers heard the name of the condition they said to her ‘well, I get tired too, you 
know’ completely trivialising and discrediting her illness condition.  She believed if 
she had had a socially acceptable condition it would have given her credence.  She 
drew attention to the difficulties with her peers and lecturers and accused herself of 
being lazy, not caring, and deserving of failure, although she emphasised that she 
was trying very hard to meet the student requirements made of her.  She said that 
this hurt, and she tried to push herself harder trying to prove that she had 
worthwhile qualities as a person.  Katrina said that her memories of her student 
experience still ‘grate every now and then, but that’s just the way it is’.  
 
Bianca did not feel strong enough to justify herself and also that there would be no 
appropriate accommodations made for her, as she felt that she fell outside of the 
university’s paradigm of disability: that is wheelchair access.  Bianca revealed her 
emotional frustration at her quality of life when she felt the temptation to trip up 
active ‘fit’ students on campus.  Bianca said her studies were good for her will.   
 
Kathryn maintained that the political constructs of ME/CFS impinged on her 
credibility as a student which in turn affected her emotionally.  Kathryn was 
                                                 
146  He has referred to the physical organic illness/psychiatric controversy surrounding ME/CFS.  
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surprised to find that she still had angry emotions when her story was returned to 
her for her comments.   
 
Credibility and adverse feelings affected the self-confidence of the participants.   
Feelings of frustration, isolation, hurt, fear, sadness, feeling demeaned, ‘hitting the 
wall’ all emerged from the stories of the storytellers.147  
  
As I said before, I have not had problems when I have asked for help, but 
the underlying fear that I might be perceived to be a faker by supervisors 
often forced me to push on regardless in the past, at some physical cost later 
on.  When I have to confess to my supervisor that I have not done or been 
able to complete tasks or meet deadlines for my courses, I am often in an 
agony of concern. [Belinda] 
 
This may not seem to be extraordinary to anyone else but there were many 
that thought and many who still think that this illness is nonsense.  That it is 
only lazy people who use it as an excuse or that it is all in the head.  I would 
swap places any time they like though I know that these feeble-minded 
people could not stand up to the pressures of this debilitating illness. [Tom] 
 
This has been going on for two and a half years and they have pushed me as 
far as anyone can be pushed before they take their own life.  Last year they 
nearly succeeded in achieving this and I have been fighting back ever since.  
I am no liar and I am no cheat, and that is why I have no patience for  
ignorance, discrimination and allegations or insinuations that I am lying 
about any part of my illness or needs.148  [Haydn] 
 
I am under way with a Grad. Cert. which may roll into a Masters.  I am not 
really ready but the time is now so I had to dive in.  I just am a bit scared 
because I know it will cost and as you know it will hurt.  Apart from all that 
I am quite excited. [Howard] 
 
                                                 
147 Terry also mentioned ‘hitting the wall’ in his story (Chapter 7).   
148  Asbring and Narvanen (2002, p.157) found that, for their CFS and Fibromyalgia participants, ‘To 
be accused of lying can be more of a burden than the illness itself’.  Haydn was accused of 
plagiarism because he failed to insert references in work which he submitted for assessment, (an 
over-sight caused through the cognitive dysfunction of the condition and the utter exhaustion 
which he had experienced in attempting to meet the deadline for submission, the pressure of  
which had additionally caused a severe relapse of ME/CFS). He detailed in his story how the 
effects of the symptoms of ME/CFS were not accepted but was accused of trying to use this 
condition merely to cover up cheating.  This accusation and down-grading of his assessment 
resulted in him missing out on selection for a higher degree by research course.   
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I didn't ask them to change anything or make any special arrangements for 
me (I get embarrassed asking for "special treatment" and I usually expect to 
suffer for it). [Leanne] 
 
I remember so clearly what it was like to be bedridden and completely weak 
and exhausted when I was first ill over 7 years ago. …And yet it is so easy 
to compare myself with the other students and feel I am not keeping up.  I 
am not able to socialise, or do hard physical exercise, or even be part of our 
little postgraduate subculture in the afternoon.  And people in their late 20s 
and early 30s don’t usually have to think about their health and energy 
levels, worry about going to bed early, or sleep while they are out doing 
fieldwork. [Nola] 
 
8.6.3 Emotional Impact 
I have made the decision not to weigh the expressed emotional feelings.  It is 
difficult to decide upon the emphasis and nuances of the words chosen to express 
emotional issues especially as aphasia is a symptom of this condition.  If 
interviewing had been used these issues may have been able to be probed more 
deeply.  Facial expressions, voice inflections or body language may have been 
indicators of the depth of the emotional impact on the participant yet interviewing 
has been deliberatively not chosen for data gathering due to the very problems 
created by the ME/CFS symptoms.  The participants have not been met in person so 
the method of data gathering by electronic mail has made in depth analysis 
problematical. 
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8.7 Thematic Contents: Four Intertwined Themes 
 
From the analysis in this chapter four themes have become apparent.  They may be 
summarised as follows: 
 
 
 
        Some Emotions and Feelings Expressed 
 
There were many comments made by participants about their 
feelings.  A selection of these feelings is now listed.  They 
include: 
• powerlessness;  
• trepidation;   
• isolation and loneliness;  
• anger;  
• sadness; 
• lacking credibility; 
• misunderstood; 
• frustration;  
• despondency; 
• desperation; 
• fear of disclosure that they had ME/CFS; 
• secret double lifestyle (the hidden side of their struggle for 
survival only revealed in their home life but not revealed in
their public image); and, 
• stigma of having ME/CFS.  
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8.8 Summary 
 
This chapter has explored the six stories presented in Chapter 7 for recurring 
ME/CFS-related issues of interest and concern to project participants.  Given the 
unstructured method of data gathering and the fact that the participants were 
enrolled at twenty-four of Australia’s thirty-nine universities and eight 
TAFE/OTEN colleges in all states and territories, the similarity of issues raised and 
endorsed reveals a remarkable congruence of student experience.  
 
The issues raised in this chapter can be further regarded as representing four 
broader intertwined themes capable of supporting further interpretation.  The next 
chapter will explore these four intertwined themes with reference to both the 
literature of the field and to government and university policies of the day leading 
to a theoretical positioning of this research.  
 
                             Four Intertwined Themes 
 
• The effects of the illness experience of ME/CFS and the impact of the 
symptoms on the student experience especially the difficulties with 
cognitive dysfunction, pain and fatigue;  
 
• The campus experiences of students with ME/CFS which includes practical 
access issues, assessment, equity issues and the impact of rules and 
regulations; 
 
• The impact of the social and political construction of the condition, 
acceptance of ME/CFS and the impact of  the name of Chronic Fatigue 
Syndrome; and, 
 
• The emotional and social effects on the ME/CFS tertiary student which 
arise from the first three issues.  
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Chapter 9 
             Intertwined Themes and Theories 
 
9.1 Introduction 
 
The topical analysis of the participant stories in the previous chapter revealed issues 
of equal opportunity and parity with other students.  Participants revealed that their 
inability to negotiate appropriate accommodations occurred either through their 
illness experiences or through the political-medical construction of ME/CFS.  
Bureaucratic regulations and on-campus accommodations further impeded the 
academic progress of the ME/CFS participants as well as causing emotional and 
social difficulties.  The issues, which have emerged from within the participant 
stories, may be categorised into four themes and this chapter is the exploration of 
these themes.  Iterative checking with participants is undertaken to ascertain their 
opinions regarding these four constructed themes.  Additionally, the participants are 
questioned about their expectations of analysis and motivation to participate in the 
research.   This iterative checking has led to discussion of a theoretical continuum 
from stigma to solidarity. 
 
9.2 Four Intertwined Themes  
 
‘In discourse the beliefs, norms and values that are taken for granted in everyday 
interaction are expressly thematised and subjected to critique’ (Habermas, cited 
Crotty 1998, p.144).  Within the everyday interaction described in the participant 
stories, with various emphases, four major themes are intertwined in the lived 
experience of being a student with ME/CFS.  The three primary themes consist of: 
the personal experience of having a debilitating disease; an academic environment 
which creates access barriers; and, the reality of the politically contested status of 
ME/CFS.  Emanating from these three themes is the fourth theme: the culmination 
of personal impact and stigma which is attached to ME/CFS.   
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Each of the primary strands is nevertheless not independent of the other strands and 
may be represented diagrammatically.  The illness experience is inter-related with 
the contested medical construct and the academic accommodation received by the 
students.  The student experience and inappropriate accommodations are inter-
related with the illness experience and the political-medical construct of ME/CFS.  
The political-medical construct is inter-related with the illness experience and the 
academic accommodations.  In the composite central core, where all three themes 
overlap, the social and emotional impact is found.  This is indicative of issues of 
human rights, equity and quality of life and is the overall lived experience of 
students with the condition.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Diagram 9.1 Intertwined Themes 
 
Many stories have demonstrated the intertwining and inter-relatedness of the three 
themes and the subsequent emergence of the fourth consequential theme. It is 
difficult to isolate a particular theme in the participant story as often a participant 
     
ME/CFS Illness 
Experience 
Social and  
Emotional 
Contested  
Medical  
Condition 
Academic  
Experience 
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story or anecdote reveals a complex of the four themes as each theme overlaps with 
the other themes.  The method of data collection seems to have contributed to this 
situation.  
 
9.2.1 Theme 1 – ME/CFS Illness 
 
Having a chronic medical condition creates difference.  Many of the participants did 
not categorise themselves as being disabled and had perceptions of disability as 
being applicable to persons with traditional visible disabilities (e.g. visual, hearing 
impairments or wheelchair bound persons). The illness experiences of ME/CFS 
have reflected to some extent the experiences of other students with disabilities.  
‘It’s worth remembering … that impairment related experiences are unique to the 
individual; often people with very similar conditions experience them in very 
different ways’ (Barnes 1996, p.31).   
 
All participants wrote of their illness experience in the context of being a student 
with ME/CFS and many elaborated on their struggle with limited energy and pain; 
the struggle of being oppressed by an illness which physically and mentally limits 
them from full participation in the student experience.  Students pointed out the lack 
visible evidence of their physical impairment and the public ignorance of the 
cognitive dysfunctions contributed to their struggles.  The cognitive dysfunction 
symptoms were the main symptoms mentioned in the stories but symptoms of pain, 
nausea, neurally mediated hypotension, vision difficulties, hyperacusis, 
environmental sensitivity and exhaustion were also mentioned. The stories of the 
participants who were more severely affected with ME/CFS dwelt more on the 
struggles with the medical condition, as did the stories of the participants who had 
recently been diagnosed. 
 
This theme has demonstrated that a chronic medical condition such as ME/CFS 
may be viewed as an oppression of the individual as it limits activity, quality of life 
and may be overwhelming.   
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9.2.2 Theme 2 - Academic Experience  
Issues of equity and human rights, as well as apparent infringements of the 
Disability Discrimination Act (1992), have shaped this theme of campus 
experiences.  Disability activists, such as Oliver, Barnes and Finkelstein, have made 
observations of how the environment is disabling.  ‘Dependency is created, whether 
these are patronising social attitudes or the inaccessibility of the built environment 
which constantly force disabled people to seek help’ (Oliver 1990, pp.91-92).  This 
has been labelled the medical model of disability. The participant stories have 
drawn attention to the medical model of disability failing them.   
 
The social model of disability enables students with a disability through removing 
access barriers.  ‘The social model of disability is, first and foremost, a focus on the 
environmental and social barriers which exclude disabled people from mainstream 
society’ (Barnes 1996, p.31).  Oliver (1993) has pointed out that such problems are 
constructed by the lack of accommodation and, if these barriers and problem areas 
were addressed, the present difficulties would not impact in the same way.   
 
The emphasis is on changing the real world, removing real barriers to 
equality of opportunity, and not just modifying attitudes and changing the 
practice of service providers. … Shifting attention from the individual to the 
disabling barriers involves seeing disability as a consequence of the totality 
of the individual’s relationships (Finkelstein 1991, pp.34-35). 
 
Perceptions of disability remain stereotyped to the visible physical disabilities such 
as vision and hearing impairment with mobility impairment being restricted to the 
use of wheelchairs and walking aids.  While there has been some acknowledgment 
that the environment and lack of accommodation limits physical access the thinking 
of disability in many universities is confined to wheelchair access. The Guidelines 
for Disability Services in Higher Education (NBEET 1994, p.13) say that ‘the 
importance of physical access to the university’s building and grounds cannot be 
over-emphasised’ and qualifies this recommendation with ‘kerb cuts in gutters to 
access paths, ramps to buildings in place of steps, provision of wheel-chair 
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accessible toilets, designated parking spaces for students with disabilities and so 
forth’.   
Environments, which can be physical, social, emotional and political, 
become disabling due to the lack of consideration of the needs of people 
with physical impairments.  Barriers are either created or ignored and it is 
through this process that people are disabled (Sapey & Hewitt 1991, p.40). 
 
But the social model of disability has its own limitations.  As Barnes (1996, p.31) 
has said ‘It is frequently stated that there is no place in the social model for 
discussion of the experience of impairment in terms of “pain, illness, depression 
and fatigue”’.  This research would indicate that persons with the chronic illness 
condition of ME/CFS are not having their needs met by the social model of 
disability.  This research has revealed that the problems are even deeper.   
 
Preconceived provisions and accommodations are offered to the student with 
ME/CFS.  The disability guidelines set out inflexible accommodations for fatigue 
without concern for individual needs and rights (NBEET 1994)149  and ignore the 
more disabling symptoms such as the cognitive dysfunctions, learning disability 
and how the very accommodations which they set out can worsen the health of the 
student for an unknown time.  Cognitive dysfunctions have always been inherent in 
ME/CFS and form part of diagnostic criteria (Carruthers et al. 2003; Hyde 1992a; 
1992d; Ramsay 1986b) and for guidelines to ignore key symptoms of the condition 
when providing direction for accommodations is, to say the least, surprising.  
 
The stories revealed that it is not the student’s health which is the main problem but 
rather the educational institutions are not meeting the rights of students to 
accommodations appropriate to their disability as laid out in the Disability 
Discrimination Act (1992).  Difficulties are experienced when certain rules and 
regulations are applied to students with ME/CFS although the requirements are not 
intended to discriminate against sectors of students.  All participants mentioned 
                                                 
149  Many of the issues, such as mobility, are not specific to ME/CFS and could also affect students 
with similar medical conditions. 
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difficulties in some areas.  There is no acknowledgement of difficulties for students 
who can only walk for short distances without experiencing exhaustion.  The focus 
is not on how the environment or system disables the student.  Issues raised 
included physical access on campus such as stairs, difficulties attending lectures 
and tutorials, library access, access to rest rooms and student catering facilities.  
Poor architectural design and planning, with the location of facilities and siting of 
university campuses on hill sides, were cited as often creating problems.  The issues 
of university requirements discriminating against the student ME/CFS have 
emerged in the stories.  
 
ME/CFS creates its own special problems.  This theme illustrates that participants 
are oppressed by the design, layout, rules and regulations which discriminate 
against them and preclude them from experiencing their rightful access to equity 
and social justice compared with students without a disability.  A different process 
for acknowledging the rights of students with a disability, especially for such 
complex and poorly understood impairments as ME/CFS needs to be implemented 
to meet the disability rights enshrined within existing legislation.  
 
The DDA [1992] provides people with disabilities with public recognition 
of the pain of unequal treatment … full inclusion of people with disabilities 
[which] provides a basis for education of the community about the 
unacceptability of disablism (Jones & Basser Marks 1998, p.84). 
 
Students with ME/CFS will remain oppressed by the tertiary education system until 
their rights of a fair and equitable education are acknowledged. 
   
9.2.3 Theme 3 – Contested Medical Condition 
The theme of ME/CFS being a contested medical condition emerged from the 
stories and revealed that the debate between those who accept the physical or 
psychiatric aetiology of ME/CFS has created a problematical environment (Morris 
2001a).  The participants firmly acknowledged the effects of having a politically-
medically contested condition.  Permeating the stories there has been the 
undercurrent of the lack of understanding of ME/CFS.  Comments in this area were 
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not solicited from the participants, yet thirty-four out of the thirty-six students who 
wrote their story drew attention to how they feel discredited, trivialised, disbelieved 
and disempowered due to the beliefs and misunderstanding of those with whom 
they have had to deal (and who in turn were reflecting community attitudes towards 
Chronic Fatigue Syndrome).  This has affected negotiations with lecturers, 
disability support officers, as well as peer acceptance.  
 
One issue, which was mentioned on a number of occasions, is that students with 
ME/CFS do not need accommodations as they are not disabled.  Many disability 
officers were reported as not understanding that ME/CFS is a long term physically 
debilitating illness.  This occurs even though the Chronic Fatigue Syndrome 
Clinical Practice Guidelines – 2002 state that ‘the suffering and disability caused 
by the illness can be very considerable – in many cases comparable to that seen in 
Multiple Sclerosis and Rheumatoid Arthritis’ (RACP 2002, p.S23).   
 
The psychiatric paradigm versus the physical reality of the disease debate caused 
problems for the participants.  There exists a chasm between the psychiatric 
opinions and the organic physical research findings of medical scientists.  
Australian psychiatrists Hickie (2000) and Couper (2000), along with their 
colleagues of the ‘Wessely School’, have hypothetised a close relationship between 
CFS and the psychiatric conditions of chronic fatigue, depression, neurasthenia and 
functional somatic syndromes (Hickie, Davenport & Andrews 2002; Hickie, Hadzi-
Pavlovic & Ricci 1997).  
 
There is much that is objectionable in the very value-laden … hypothesis, 
with its implied primary causal role of cognitive, behavioural processes in 
the genesis of ME/CFS.  This hypothesis is far from being confirmed, either 
on the basis of research findings or from its empirical results.  Nevertheless, 
the assumption of its truth by some has been used to influence attitudes and 
decisions in the medical community and the general cultural and social 
milieu of ME/CFS (Carruthers et al. 2003, p.47).  
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Other psychiatrists, such as Stein (2002) and Phillips (2002), have questioned the 
role of psychiatry in the CFS debate and have established how Chronic Fatigue 
Syndrome cannot be confused with a psychiatric condition.  ‘Fatigue is not their 
primary problem: musculoskeletal pain and post-exertional myalgia are far more  
prominent’ (Abbot & Spence 2002, p.15).150  Peckerman et al. (2003) found left- 
ventricular cardiac failure and Vernon et al. (2002) discovered gene expression 
profiling and biomarkers in peripheral blood.  Marshall, Williams and Hooper 
(2001, p.31) make the following point to lawyers in regard to ME/CFS: 
 
They need to come to their own conclusions about what might motivate a 
group of doctors to disassemble a formally classified neurological disorder 
and endeavour to replace it by a much larger category of psychiatric 
‘behavioural’ illness.’   
 
The controversy surrounding the physical reality of ME/CFS and deliberate 
confusion between psychiatric chronic fatigue (neurasthenia) and physical 
neurological Chronic Fatigue Syndrome (M.E.) has led to the raising of issues in 
various parliaments (Mar, Countess of, 2002; Pearce 1999).   
 
Media reports in the popular press of papers promoting the controversial psychiatric 
-psychological aetiology by sectors of the medical profession have influenced 
community opinions.  This worldwide debate in turn impacts on the persons with 
ME/CFS in Australian tertiary institutions in a personal and profound way.  Their 
needs are taken less seriously by Disability Liaison Officers and, in addition, many 
lecturers and peers are critical of ME/CFS students.  The participants pointed out 
how they had to constantly produce medical certificates and continually renegotiate 
academic accommodations, always having to prove their physical condition.   
                                                 
150   Lavrich et al. (2003, pp.1-3) have also reiterated this perspective in the Draft Copy: 
Recommendations of the Name Change Workshop (USA).   ‘CFS too narrowly focuses upon a 
single, poorly defined symptom (fatigue) and profoundly promotes misunderstanding of the 
illness.  Patients feel that the name CFS has substantially contributed to the disparaging manner in 
which they are perceived and treated by physicians, family, and the general public.  They also 
believe that this misunderstanding has directly and negatively impacted the quality of medical care 
and support they are able to obtain.’ 
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The name of the condition created difficulties in obtaining adequate 
accommodations and this was reinforced in the disability guidelines which were 
used in the tertiary institutions.  While the perceptions remain that this condition is 
temporary and merely ‘fatigue’ and not a debilitating fluctuating multi-system  
disease it is difficult for students to negotiate with credibility (Morris 2000, 2001d, 
2002a).  The contested image of ME/CFS has been reinforced with ‘Yuppie Flu’ 
headings in newspapers and the charactery of chronic fatigue syndrome on 
billboards.151 
 
Faced with uncertainty of acceptance coupled with the lack of knowledge of the 
disabling reality of the condition by others, the participants were placed in a 
stigmatising situation leading to social injustice due to labelling and ostracism. 
Many felt the need for self-denial of their ME/CFS.   
 
9.2.4 Theme 4 – Summative Personal Impact 
Persons with ME/CFS are unable to be open about their medical condition and be 
sure of acceptance and understanding.  This leads to a deficit model of rights.  The 
fourth theme goes beyond the aspects of the illness, the pain and physical 
limitations, the academic student experience and the political-medical construct to 
their composite inter-relationship:  the reality of the lived experience encompassed 
in the participant stories.  
 
There were strong emotional effects mentioned.  Thirty-five of the thirty-six 
participants mentioned their frustration, emotions and disempowerment.  
Participants found that they lacked credibility in negotiations and relationships due 
to community misunderstandings about this condition.  Many of the participants 
were concerned about their credibility with ME/CFS and how this impinged on 
their relationships with those with whom they had to deal.  Issues, which were 
raised by the participants, included the isolation on campus, the inability to socialise 
                                                 
151  Details contained in Chapter 2, Review of the Related Literature. 
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with other students, the barriers created as other students perceived them to be lazy 
and malingering and not having a real illness.  The perspectives of peers or 
significant others was revealed by a number of participants as impacting on their 
self-perceptions of their illness, so they accused themselves of being lazy, not 
caring, and deserving of failure.   
 
Students in the health fields and psychology fields seemed to feel that they had less 
credibility with their peers, as well as with their faculty staff, so this could be a 
direct result of the erroneous psychiatric paradigms.  Paradoxically, although their 
self-confidence had been undermined, they drew attention to their endeavours to 
meet the requirements of their courses.  Some participants expressed that their 
feelings of powerlessness and inability to negotiate better accommodations derives 
from exhaustion and the debilitation of ME/CFS.  Other participants found that they 
did not trust their ability to negotiate successful outcomes and this in turn affected 
their self-confidence.  
 
Participants discovered that they had to reveal that they had ME/CFS to obtain 
concessions in courses.  Ironically many who did reveal their illness found that they 
did not receive understanding or they had to adopt a disabled role.  Some students 
said they did not use the name ‘chronic fatigue syndrome’ at all.  Other participants, 
to avoid this dilemma, decided to use other names; some described symptoms, such 
as a ‘muscular-neurological condition with cognitive dysfunction’, without giving it 
a name; some used the older alternative name of Myalgic Encephalomyelitis (ME) 
while others said that they used the name of a coexisting condition.  ‘Another 
strategy of those who pass is to present the signs of their stigmatised failing as signs 
of another attribute, one that is less significantly a stigma’ (Goffman 1963, p.94). 
 
Without revealing their illness experiences students were oppressed by their 
symptomatology and could not obtain concessions and accommodations which 
purport to place them on a more equitable footing with their peers.  This  
 231
challenges the viewpoint of Goffman (1963) that it is optional for persons to reveal 
their disability to avoid being stigmatised.   
 
The issues of human rights and equity for tertiary students with ME/CFS have 
dominated this theme.  I have categorically concluded that while the first three 
themes contain the elements of disability with a contested condition, that it is only 
when these themes are considered in toto that there emerges the full impact of the 
lived experience.  I have decided therefore to check with the participants to see if 
these four themes resonated with their experiences as a tertiary student with 
ME/CFS. 
 
9.3 Iterative Checking with Participants  
 
One year after the writing of the stories I returned to the participants with a further 
questionnaire.152  The short questionnaire asked for comment on the emergent 
themes as well as motivating reasons for participation in the research. It was 
forwarded to thirty-eight of the original forty research participants and twenty-eight 
participants responded. 
 
9.3.1 Acceptability of the Four Themes  
Returning to the participants to ascertain their perspectives on the four emergent 
themes was a validation of my findings: a form of triangulation.  The act of 
providing the feed back on the four themes gave the participants further opportunity 
to have an input into the research.  Additionally, it provided an opportunity for the 
participants to ‘influence’ the research outcomes if they strongly dissented from my 
findings. 
 
 
 
                                                 
152  Appendix 3.  Further responses to this iterative check have been included in Chapter 7 being 
incorporated into the introduction of each retold participant story. 
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I have found that out of the research stories four themes emerged:  
(i) The on-campus/academic experiences and accommodations – such as 
steps, mobility, examinations, library access, etc. 
(ii) The illness experiences of being a tertiary student with ME/CFS –  
 pain, cognitive dysfunction, fatigue, ‘brain fog’, etc. 
(iii) The political/medical/psychiatric constructs of ME/CFS affecting  
 students (such as people perceiving that ME/CFS is merely tiredness, or  
malingering and lazy) and how this affected the ability to negotiate and 
also credibility. 
(iv) The emotional and social effects which arose out of the first three 
themes – such as being too tired to socialise with peers, and peer 
credibility issues, etc. 
  
(a) What are your feelings about these four themes?  
 
• Seeing the themes categorized so clearly makes me feel sad that we have 
to contend with difficulties at so many levels of our educational 
experience, and tired at the thought of fighting to rectify or improve the 
situation. [Belinda] 
 
• I think that these four issues are all very important and are certainly 
legitimate findings in my experience.  Perhaps (iii) is the most important 
because it impacts on the other themes in such a big way.  When other 
people refuse to make an effort to understand the impact of ME/CFS it 
can make uni. life very difficult for the student.  Being too tired to 
socialize can also make life difficult because of the feelings of loneliness 
not to mention not having a friend to copy notes from missed lectures. 
[Carmen] 
 
• They totally resonate.  I think your analysis was perfect.  I think people 
don’t pay enough attention to the social and emotional affects, I mean I 
managed to finish my degree but was basically off-campus and it took 
me so long to finish all my friends were long gone and I didn’t know 
anybody.  So I didn’t get ANY of the social from Uni. after I got sick 
and I think that was a pity. [Carla] 
 
• That they pretty much describe the experience succinctly! One and two 
are difficult to separate out in my opinion, or perhaps they are more 
dependent and interrelated than the other two.  I have feelings attached 
to the different groupings and find that the first two groupings elicit the 
least emotive response – perhaps because you have to adjust to living 
with CFS and it is to some extent, within your loci of control.  The 
second two groupings still make me ‘groan’ with recognition and 
despair – perhaps because the feelings set down at that time were 
particularly painful and not within my loci of control.  Perhaps also 
because they are issues which I still have to deal with. [Vicki] 
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 (b) Do you think that these themes are legitimate findings in your experience of 
being a tertiary student with this disease of ME/CFS? 
 
• All 4 themes are characteristic of the problems I have experienced as a 
tertiary student. [Belinda] 
 
• I feel that all 4 themes are important and relevant for CFS sufferers 
undertaking study.  In general, the four themes can be a burden for CFS 
sufferers. [Keith] 
 
• Yes, I agree unequivocally.  I would also add there is a restricted ability 
to defend one self because CFS robs you of the equipment required to 
express your views in a calm and rational order. [Haydn] 
 
• These four themes seem to me to sum up very well the different ways in 
which studying while suffering with CFS is difficult.  They give the 
problems we suffer validity and also help in coping – once things are 
identified and named it is much easier to make sense of them. [Nola] 
 
• Yes I do believe that these demonstrate the feelings and experiences of a 
tertiary student with ME/CFS, the categories that are most important to a 
student with ME/CFS are represented. [Naomi] 
 
The participants did not find that their sickness experience nor their academic 
experience was the dominant theme, but pointed to the theme of the political-
medical construct of the condition as creating the most problems for them; they also 
agreed that the social and emotional impact theme was probably the one with which 
they mostly identified.  There were no dissenters to part (b) of the question.  All  
replied in the affirmative: most only wrote yes as their response and only a few 
commented.153 
 
The consensus was that these four themes resonated with the experiences of the 
participants.  I am therefore assured that the participants have concurred with my 
findings that the stories contained four themes.  
                                                 
153  The questionnaire was designed in such a way that participants could respond in detail, or briefly 
with a yes or no answer, as I was mindful that many of the participants were very ill and would be 
unable to make detailed responses.  This is another example where the research has been tempered 
by the medical condition of the participants. 
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Two further questions were included in the iterative checking of the emergent 
themes. 
 
9.3.2 Analysis Expectations  
It was only when this iterative checking was undertaken that the participants learnt 
that the research is concerned with human rights, equity and quality of life.  Some 
participants may have guessed that this was the thrust of the research and may have 
written their stories with this slant in mind so they were asked if they had been 
aware of this aspect when writing their stories.  This question therefore asked the 
participants if they had guessed. 
 
How did you feel when you learnt that I was analysing your stories for equity and 
human rights issues – or had you guessed that this would be the way in which the 
stories would be analysed? 
 
To some extent, participants did anticipate the direction the research might take.  
Additionally, some participant responses to this question raised areas where they 
have felt that there is the need for research into ME/CFS.  These areas included 
research into modes of study which would assist ME/CFS students to cope with 
university demands.  
 
• I don’t recall that I didn’t know this in the beginning!  But I have no 
problem with it. [Tom] 
 
• Bit surprised.  No I didn’t guess this. [Teresa] 
 
• I think I had guessed that this was probably part of the story.  But it does 
not change my mind either for or against the research – just as happy to 
participate. [Margot] 
 
• I was not really aware how the stories would by analysed, but I am more 
than happy at that approach. [Belinda] 
 
• No, I hadn’t really thought about how the stories would be analysed 
although obviously equity was going to be one of the issues.  If I 
assumed anything, it was probably more to do with comparison between 
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institutions, modes of study (external versus internal), adapting study 
workloads, etcetera. [Joanna] 
 
• I am happy for any use.  No feelings one way or the other.  Whatever it 
is used for is fine. [Eleanor] 
 
• I thought there would be two aspects.  One to get ideas that might help 
students cope better at Uni.  The second one was equity issues, so it 
wasn’t a surprise. [Charles] 
 
9.3.3 Motivation to Participate 
I asked the participants if they could recall their motivation to participate in this 
research.  This could reveal if they had entered the research because of political 
motivation, or to help others with the condition or for personal reasons.154  
  
What motivated you to participate in this research (if you remember) and/or what 
were your thoughts about participating and telling your story? 
 
 
• I wanted to make sure that other people with CFS didn’t have as hard a 
time as me.  I think your research can really do some good, and it wasn’t 
hard for me to just answer questions so there’s not much loss for me in 
helping. [Carla] 
 
• I was motivated to become part of your research because I believe the 
issues surrounding education and CFS have been ignored or stigmatised. 
I suppose it was also an attempt to ‘out’ myself as I had collected a large 
amount of shame and guilt with this illness which I felt I had to deal 
with before moving on.  It is an incredibility important area of research 
which you are providing a forum. [Bianca] 
 
• Having had CFS on/off for many years, mostly through my Tertiary 
education I was eager to be a part of any research related to this – or 
indeed any research related to CFS.  Even if it does not achieve any 
major changes to improving the disease or quality of life for the majority 
of CFS individuals, even raising the awareness of 1 individual is an 
achievement. [Margot] 
 
• My motivation was the lack of power and knowledge that I had to 
defend myself against the attitudes and actions of this university which 
emanated from the sole fact that I had cfs/fm.  I want other students to 
                                                 
154  ‘It is suggested that low self-esteem drives these individuals into an active life’  (Dutton 1992, p.501). 
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be helped – hence I believe this research can lead to a better 
understanding of the illness among tertiary institutions, hence a better 
deal for students who suffer this illness. [Haydn] 
 
• I thought the research project was a worthwhile project.  The premise for 
participation showed the researcher seemed to be aware of the real 
ME/CFS, rather than one of many misconceived versions of what the 
illness is and how it presents. [Joanna] 
 
 
The responses to the question regarding motivation to participate in the research 
revealed a range of reasons: from desires to vent their frustration, to try and resolve 
their anger through writing, to debrief, to help and assist in the research.  The 
political motivation to counter the stigmatisation and lack of knowledge of ME/CFS 
did emerge strongly in the responses. The responses to the latter two questions have 
added to my confidence in the veracity of the stories of the participants.   
 
9.4 Stigma, Activism and ME/CFS  
 
‘A doctor’s statement “I don’t believe in chronic fatigue syndrome” may become “I 
don’t believe you are really ill,” and there are a hundred ways of saying to a patient 
“I don’t believe you”’ (Williams 2002, p.1).  Ware says:  
 
to focus attention on experiences of delegitimation as socially constituted, 
non-bodily suffering in illness.  The reality constructed for sufferers of 
chronic fatigue syndrome through delegitimizing experiences is that their 
illness is not ‘real’ at all but rather a fabrication based either on the needless 
exaggeration of everyday complaints (in which case they are malingerers) or 
on the perception of imaginary symptoms (in which case they are crazy.  In 
either case, the self-doubt and the threat of stigma, the secrecy and the social 
isolation that results, the psychological paralysis induced by the ambiguities 
of the illness, and the claim of being wrong about ‘really’ being sick all 
contribute to the psychic suffering of the chronic fatigue victim (Ware  
1992, p.355) 
 
When a condition is contested by the medical profession the person’s illness 
experience is also drawn into question and this in turn leads to the isolation of the 
person within the community.  Authenticity and validity is questioned and 
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uncertainty and doubt arise.  Millen has drawn attention to the negative experience 
by those with ME/CFS from medical practitioners.   
 
The experience of illness as illegitimate within this relationship leads to the 
experience of themselves as “illegitimate” in the broader social context. …  
Without the legitimacy of an identity that has the full consensus of the 
medical profession, relations with other institutions … becomes very 
difficult to negotiate (Millen 2002, p.132). 
 
‘Because of the great rewards in being considered normal, almost all persons who 
are in a position to pass will do so on some occasion by intent’ (Goffman 1963, 
p.74).  Goffman has positioned persons with disability as having control of the 
outcome of stigma as he maintains that it is elective for persons with a condition to 
conceal crucial information about their condition. He believes that it is optional for 
persons to utilise a strategy of choice in selecting who shall be privy to the 
knowledge of a condition which is discredited. 
 
A very widely employed strategy of the discreditable person to handle his 
[sic] risks by dividing the world into a large group to whom he tells nothing, 
and a small group to whom he tells all and upon whose help he then relies; 
he co-opts for his masquerade just those individuals who would ordinarily 
constitute the greatest danger (Goffman 1963, p.95). 
 
Goffman (1963) did not consider persons with chronic illness in an educational 
setting in the examples which he selected to verify his position that ‘difference’ 
creates stigma.  For the participants with more severe ME/CFS it is not an option to 
decide whether to reveal their chronic illness because denial would mean negation 
of any opportunity for equity.  Many participants with milder ME/CFS did make the 
decision not to reveal their condition, as they were unsure of how CFS would be 
accepted.  Others participants were prevented from revealing their illness due to a 
lack of an acceptable diagnosis.  When other students did reveal that that they had 
the condition, some received understanding whilst others were ostracised by their 
peers and lecturers. 
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To tell or not to tell that is the question?  Whether ‘tis nobler of the mind to 
suffer the anguishes of the flesh...... 
One of my concerns was to decide if I should disclose the nature of my 
illness to the faculty.  Knowing that CFS is misunderstood and often 
labelled as a mental condition I was concerned to avoid attitudes which may 
prejudice my relationship with the lecturers. [Howard] 
 
This participant presents his dilemma of whether to reveal his illness or not.   The 
external political medical environment of ME/CFS has impacted on the freedom of 
choice of disclosure to others.   
 
Millen (1997a, 1997b) has written about the strategies which many persons with 
ME/CFS use to keep up appearances, the problems with stigma, the lack of 
delegitimation and credibility of the person with the condition.  Millen (2002) said 
that persons with ME/CFS, rather than being content with being stigmatised 
persons, have become politically active in seeking greater understanding of their 
condition. Millen and Walker (2001) believe that this activism of persons with 
chronic illness has moved beyond the stigma theories of Goffman.   
 
When people with specific illnesses band together to argue for the 
development of a better understanding and consequently better services and 
policies for all people who suffer from the same condition, they are also 
engaged in a campaign to remove the stigma associated with the current 
status of their illness condition in society which, from their collective 
perspective as sufferers, has unfortunate undertones and impacts on their 
quality of life as a de-legitimising label and status (Millen & Walker 2001, 
p.9). 
 
Millen and Walker (2001) repudiate the ideas of Goffman (1963) of stigma being a 
permanent status.  Persons are no longer content to remain negatively stigmatised 
but have adopted a strategy for action and change.  They have termed this ‘Positive 
Stigma’.  
 
The notion that people with chronic illness passively accept a less legitimate 
status and find strategies to adapt to it may not fully represent what is in 
effect a continuing social process.  Two recent and related developments 
have led to the development of ‘positive stigma’ for people with chronic 
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illness.  These are the advent of consumer groups and challenges to the 
health professions from well-educated and articulate consumers.  Self-help 
and activist consumer groups have begun to give people with chronic 
illnesses or disabilities a voice (Millen & Walker 2001, p.9). 
 
There has been the development of worldwide dissemination of knowledge and 
unification for ME/CFS consumers.  Internet lists such as Co-cure,155 providing 
subscribers with the latest research findings on ME/CFS, have created an educated, 
informed and unified consumer base.156  
 
In adopting this activist role, ME/CFS sufferers have seized on the 
anomalous position of CFS in current bio-medical science and have 
exercised the ability to influence the current debate, including personal 
illness narratives, can be viewed by more holistic medical models applied by 
a humane inquiring medical profession and ME/CFS legitimated in a wider 
and more meaningful context (Millen 2002, p.133). 
 
This assertion that persons with ME/CFS have adopted an activist role has led me to 
scrutinise the motivational reasons given in the responses of the participants.157  
Three reasons became apparent. Firstly, emerging strongly in the responses was the 
political motivation to counter the stigmatisation and lack of knowledge of 
ME/CFS.  This is consistent with the findings of Millen and Walker (2001) who 
found that persons with a disability, such as chronic illness, are no longer satisfied 
to be ‘stigmatised persons’ but are now proactive in removing the stigma which 
Goffman (1963) maintains was integral to disability.   
 
Secondly, the participants of this research had expectations that they could become 
empowered with knowledge which would assist in coping with their situation in the 
educational environment.  This is not unlike the findings of Clarke (2000) who 
discussed the ‘expertization’ of the lay person in the medical context. 
                                                 
155  Co-Cure Web site: http://www.co-cure.org/ 
 
156  Even the recruitment of participants in this research was, in the main, through the use of an  
    internet chatlist OzME and allowed for the coordination of persons with ME/CFS for a 
    common purpose.   
 
157   Some examples of the responses are included in 9.3.3 above. 
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Thirdly, the strongest reason to participate was the desire to not only help but to 
care for and protect others who are members of the ME/CFS student ‘family’.  
Whether the impact of ME/CFS, being a contested condition, has contributed to this 
situation is not made clear in the responses.  Many stories carried advice to other 
students, sharing their personal experiences of coping with their illness in the 
educational setting so that others could be warned of pitfalls.  This advice was 
freely given and was not conditional.  This caring or nurturing type of response was 
expressed across all age groups and was reiterated in their motivational reasons for 
participating.  The strong caring ethos, epitomised as agape, altruistic love for each 
other has dominated:  I have named this phenomenon ‘peer fraternity’. 
 
This ‘peer fraternity’ response could explain why I did not experience difficulty in 
obtaining participants for this research as well as the high retention and interest of 
the participants over the entire duration of the research. 
 
The ‘peer fraternity’ does not to equate to the ‘reflection and action’ leading to the 
‘conscientisation’ of Freire (1972) nor to the ‘solidarity’ of Habermas (Edelstein & 
Nunner-Winkler 1990; Habermas 2000) although there has emerged in the stories of 
the participants their desires for equity with other students, for justice to occur.   
 
According to Crotty, Freire promotes: 
… a conscientised people.  These are people who encounter one another in 
the common search to be more human.  They are people emerging from 
their situation to reflect upon it and cast aside the culture of silence that has 
held their consciousness submerged.  They are people whose critical 
awareness melds reflection and action and enables them to transform their 
lives in a new-found spirit of hope and courage (Crotty 1998, p.156). 
 
This is contrasted with the emphasis of Habermas on justice and solidarity as part of 
an ideal communication community (Outhwaite 1994). 
 
Justice conceived in postconventional terms can converge with solidarity as 
its reverse side only when solidarity has been transformed in the light of the 
idea of a general discursive will formation. …The ideas of justice and 
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solidarity are present above all in the mutual recognition of responsible 
subjects who orient their actions to validity claims (Habermas 1990, p.245). 
 
Habermas has described how justice is the reverse side of solidarity and can 
converge when solidarity has been changed as a part of common discussion 
proceeding from reasoned determination such as communicative action (Honneth 
1995; White 1995).  This would infer that there is the need for a more formal 
structure than has been available in this research project and where, for reasons of 
confidentiality, the identity of the participants is known only to the researcher. 
 
It is possible to conceive of a continuum which stretches from ‘Stigma’ as 
propounded by Goffman (1963), through the ‘Positive Stigma’ of Millen and 
Walker (2001), ‘Reflection and Action’ to ‘Conscientisation’ of Freire (1972), 
to ‘Justice and Solidarity’ as defined by Habermas (1990).   I would position the 
student ‘Peer Fraternity’ of this research between the ‘Positive Stigma’ of Millen 
and the ‘Reflection and Action’ to ‘Conscientisation’ of Freire. 158 
 
My perception that the participants have moved from the ‘Positive Stigma’ of 
Millen towards the ‘Justice and Solidarity’ of Habermas may have been derived 
through the nuances revealed by the method of data gathering through the writing of 
stories.  The writing of their stories, as they reflected on their student experiences, 
may have made them more aware of the inequities they encountered and 
paradoxically they then sought to reach out to others. 
 
Speculation is possible that in future years, aided by improved communications 
such as internet chat lists, more ‘structure’ in the quest for better student conditions 
will reflect the solidarity espoused by Habermas.  I would like to think that this 
research project may be a step along the continuum from stigma to solidarity 
leading to equity and improved study conditions for tertiary students with ME/CFS. 
 
                                                 
158  See Diagram 9.2, p.242.    
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        Diagram 9.2 A Pathway from Stigma towards Justice and Solidarity 
 
9.5 Summary 
 
The four themes are illness experiences, campus and academic impacts, political-
medical constructs and community perceptions of a contested condition, and the 
emotional impact of the total load emerged from the participant stories.  Some of 
the participant stories placed greater emphasis on one theme. The research revealed 
the emotional and personal impact which these themes had on their life experiences. 
 
 
“Positive Stigma”:
Millen & Walker 
(2001)  
“Peer Fraternity”: 
      ME/CFS   
       students. 
Reflection and 
Action becoming 
Conscientisation: 
Freire (1972)
Solidarity and 
Justice: Habermas 
(1990) 
Stigma: 
Goffman (1963) 
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The very ill participants placed greater emphasis on their illness experience.  Their 
struggles and pain with the debilitation of the condition overrode all other 
considerations.  Even so there still emerged from these stories the impact of lived 
experience on the campus and the political-medical constructs of how credibility 
and the name impacted on relationships.   
 
The participants’ responses revealed that they had not generally written their stories 
for analysis from the perspective of equity and human rights. Their answers to 
further questioning of their motivation to participate revealed that they were 
interested in promoting new knowledge of ME/CFS and helping other students with 
the condition in a ‘peer fraternal’ relationship. There is the endeavour to position 
this research on a theoretical continuum between stigma and solidarity.  The next 
chapter will revisit the research questions to see how the research contributed to 
new knowledge in this area as well as endeavouring to empower participants so that 
they may obtain better accommodation in the future. 
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Chapter 10 
 
Revisiting the Research Questions and Future Directions 
 
10.1 Introduction 
 
The previous chapter discussed the themes arising from this research and the 
iterative checking with the participants for their perceptions of the appropriateness 
of these themes and further input.  Participants were also questioned regarding the 
analysis of this research from the perspective of human rights and equity and they 
conceded that equity and human rights provided a valid perspective for analysis of 
their stories.  The motivation to participate in this research revealed the existence of 
a ‘peer fraternity’.  This chapter will now draw the thesis to a close by revisiting the 
research questions which arose in Chapter 2 and re-examining them in light of the 
research conducted in this thesis.  A way forward is also proposed that should lead 
in future to the more effective extension of equity and human rights to Australian 
tertiary students who have ME/CFS.  Each of the questions raised in Chapter 2 will 
now be reviewed. 
 
10.2 Revisiting the Research Questions 
 
What impact on the educational experience of tertiary students with ME/CFS arises 
from their medical condition being so poorly understood?   
 
From the stories of students with ME/CFS have emerged descriptions of situations 
in which students lacked credibility in their dealings with lecturers, peers and 
others.   
• There was frequent non-acceptance of individual student’s illness 
experiences and failure to concede accommodations by those in a position to 
provide them.  
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• It is apparent that responses would often have been more positive if, instead 
of ‘Chronic Fatigue Syndrome’ or ‘CFS’, participants had from the outset 
referred to their illness as ‘Myalgic Encephalomyelitis’ or else had fully 
described all symptoms from which they suffered.  
• It emerged that Chronic Fatigue Syndrome (CFS) is considered to be 
‘fatigue’ which in turn is equated to be mere tiredness rather than 
devastating exhaustion with cognitive dysfunctions and multiple 
symptomatology.   
• The third emergent theme (Contested Medical Condition)159 of the research 
encompassed the issues which are raised in this question. 
 
Does lack of medical and community acceptance impact on the lives and study- 
experiences of tertiary students with ME/CFS? 
 
Numerous problems arose with lecturers, supervisors and peers and whenever 
accommodations for disability are sought.  Many tend to regard students with 
ME/CFS as ‘lazy’, ‘malingerers’ or as ‘exhibiting attitudinal problems’.  
Participants pointed out the concessions granted were often minimal and made with 
bad grace (to the extent that some decided to make no further requests).  Not 
knowing in advance whether a particular accommodation, such as an extension or 
an assessment variation, would be made was also a stressful experience. 
 
 From the student perspective, which symptoms of ME/CFS are considered to cause 
the greatest difficulties in the tertiary education setting? 
 
None of the ninety-plus symptoms of ME/CFS was given as much prominence in 
participants’ stories as the various aspects of cognitive dysfunction.  Limitations on 
mobility also created major problems, especially for on-campus students, as did 
fatigue, neurally mediated hypotension, pain and the relapsing nature of the illness. 
 
                                                 
159  Discussed in Chapter 9. 
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Are the needs of students with ME/CFS, especially the learning disability and 
cognitive dysfunctions, being met in a manner which satisfies the requirements of 
the Disability Discrimination Act (1992)?’ 
 
No participant reported adequate allowance for cognitive difficulties, especially in 
the context of academic assessment.  The provision of additional time for 
examinations cannot cater for problems in encoding information, fragile retrieval of 
such data and the difficulties with ‘brain fog’.  Only one participant wrote of being 
successful in obtaining an alternative time for her end of semester assessment.160  
There was no report of negotiation of alternative forms of assessment which 
endeavoured to accommodate the symptoms of learning difficulties and/or cognitive 
dysfunctions.  None of these symptoms are currently catered for and the conclusion 
has to be drawn that the requirements of the Disability Discrimination Act 1992, 
especially Section 6 (Indirect Discrimination) are not being met by Australian 
tertiary institutions (Morris, in press). 
 
Do some rules or regulations constitute Direct or Indirect Discrimination when 
applied to students with ME/CFS? 
 
Instances emerged in the participants’ stories of tertiary rules or regulations not 
accommodating their needs, as a result of which rights to equity were infringed.  
The second theme, academic experiences, encapsulates these difficulties.161 
 
Rules were cited that punish students, forced by unpredictable ME/CFS relapses to 
withdraw from their studies in their first semester of study, with cancellation of 
their enrolment.  Some students with an ME/CFS relapse who withdrew after a 
certain date were automatically recorded as ‘failing’ in their academic transcripts.    
 
 
                                                 
160  See Ch.7. 
161  Discussed in Chapter 9. 
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The structure of HECS fees punishes ME/CFS students as they are not allowed to 
recommence their studies where they left off in a previous semester.  They must 
recommence the subject (if a grade of failure has been recorded) and incur a second 
HECS debt for the subject in question. 
 
There appears to be no institutional acknowledgement of the difficulties arising 
from a relapsing fluctuating chronic illness.  Students with other chronic fluctuating 
illnesses, such as MS and severe asthma, must also experience comparable 
difficulties with inflexible rules and regulations.   
 
The personal stories reported these and other difficulties experienced with rigidly 
applied rules and regulations and revealed either direct or indirect discrimination as 
defined in the Disability Discrimination Act (1992). 
 
Are tertiary students with ME/CFS receiving equal opportunities from their tertiary 
education institutions?  
 
Tertiary students with ME/CFS do not enjoy equal opportunities. Examples were 
found in this research where: 
• Marks are deducted if they fail to attend tutorials and residential schools as a 
consequence of illness. 
• Timetabling changes to accommodate for physical and mental fatigue being 
disallowed, forcing withdrawal from courses. 
•  There is a lack of recognition of, and of accommodation for, special 
environmental needs (noise, chemical sensitivity, fluorescent lights, etc.). 
• Mobility limitations restricting access to amenities on campus such as 
libraries, lecture theatres, car parks, catering and student venues.  
• Many rules and regulations in tertiary education institutions discriminate 
directly or indirectly against students with ME/CFS. 
• The major symptoms of cognitive dysfunctions are ignored (Morris 2002a). 
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Without adequate acknowledgement and accommodations for their condition, 
students with ME/CFS cannot access equal opportunity in tertiary educational 
institutions (Morris, in press). 
 
Would equity for students with ME/CFS be attained if guidelines addressing the 
impact of the full spectrum of ME/CFS on tertiary students were created and 
adhered to? 
 
This hypothetical question cannot be answered from this research but one may 
speculate.  Almost all participants’ stories gave indications as to where and how 
beneficial changes may be made.  It is to be hoped that in future wholly new 
guidelines will be adopted in Australia’s tertiary institutions to address the complete 
spectrum of ME/CFS. 
 
There are certain entrenched university policies that will not be easy to change. To 
illustrate this I cite just one policy from a university.  Incorporated into the policy 
manual for examinations are recommendations that accommodations made by other 
Australian universities for students with similar disabilities are to be given equal weight 
in deciding upon recommendations as the severity of an individual’s disabilities. There 
is also the matter of compliance with ‘Reasonable Adjustments’ in accordance with 
State and Federal disability legislation (Central Queensland University 1997).162    It is 
apparent that Central Queensland University is unlikely to be an innovator in making 
changes to accommodations but would defer to the conventions of other universities.  
In addition, at this university, disabilities are defined as occurring in six categories 
                                                 
162  Policy Manual: Examination Committee for Students with Disability  
7.1.4   Formal recommendations are then drawn up by the Disabilities Officer and transcribed to a 
formal 'Recommendation' sheet. 
 Recommendations are based on a number of factors – 
 (i) The severity of the individual's disability and the impact such a disability might have on a 
student's capacity to complete any relevant task, 
 (ii) The accommodations made by other Australian universities for students with similar  
disabilities, 
 (iii) 'Reasonable Adjustments' in accord with State and Federal Government legislation (Central 
Queensland University 1997). 
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(hearing, learning, mobility, vision, medical, and other).  There is no mention of 
disabilities involving (often multiple) overlap between these categories.  Students with 
ME/CFS, however, may have hearing, learning, mobility, visual, medical and other 
impairments.   Policies such as these indicate that it will be very difficult for students 
with ME/CFS to obtain more appropriate accommodations and to have the full-
spectrum of their symptoms appropriately accommodated. 
 
The proposed new umbrella name of ‘Neuroendocrineimmune Dysfunction 
Syndrome’ (Lavrich et al. 2003) and the recent Canadian Clinical Definition 
(Carruthers et al. 2003) may in time assist students in Australian tertiary 
institutions.  This change in the name of the condition and clinical definition should 
result in the upgrading of the guidelines which are used in Australian tertiary 
institutions.  However, if the new name is merely substituted for Chronic Fatigue 
Syndrome and the contents remain the same as contained in the present tertiary 
education guidelines, there will be no change in the current unsatisfactory situation.  
 
10.3 The Key Question. 
 
What is the lived experience of tertiary students with ME/CFS in Australia?’ 
 
This question has been answered through participants’ stories of their lived 
experiences.  I make the analogy that the lived experience of the student with 
ME/CFS is akin to an ecological system as it encompasses the total experience as 
expressed in the four themes which emerged from the stories.  The fourth theme 
encompassed the personal lived experience of the student with ME/CFS who had to 
cope with the issues raised in the first three themes as well as the emotional and 
social impact on their quality of life.  Issues included the lack of equity and human 
rights, poor quality of life, apparent infringements of the Disability Discrimination 
Act (1992) in some cases, the lack of accommodation being made for the diverse 
symptoms of the condition especially the cognitive dysfunctions and problems with 
the perceptions created by the name of Chronic Fatigue Syndrome.  This is further 
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compounded by the lack of knowledge of their rights and this culminated in the 
disempowerment and despondency of students with ME/CFS.  Additionally many 
students, who would pursue their rights further, found that the debilitation of 
ME/CFS had left them too exhausted to make further negotiation.  It appeared that 
most students merely state that they have CFS and accept whatever accommodation 
is then offered, irrespective of whether it meets their needs (Morris 2002a; 2002b).   
The term “Chronic Fatigue Syndrome” emerges from this inquiry as a major 
problem as it demonstrably prejudices not only lay but even medical understanding 
of the condition and of sufferers’ needs by impacting on the credibility of students 
in their interactions with lecturers, disability liaison officers and peers (Morris 
2001a; 2002a). This is the lived experience of tertiary students with ME/CFS. 
 
10.4 Deeper Considerations 
 
Out of this research there has been explanation of the social reality which has led to 
an understanding of the lived experience of the participants.  To conclude at this 
juncture would be to ignore the emancipatory ethos implicit in critical research.  
The inherent stigma of being a tertiary student with ME/CFS has been unveiled; the 
humiliation of having ME/CFS, the pain and the illness experiences and lack of 
accommodation on campus cannot be changed immediately. ‘The emancipatory 
intent of critical research goes beyond mere identification of the social and political 
determinants of inequality, irrationality and injustice. …  It is designed, not just to 
explain or understand social reality but to change it’ (Smith 1993, p.77).   
 
Habermas, unlike his predecessors in the critical tradition, has an interest in the 
future and offers content and grounding for this key notion, emancipation, seeing it 
as immanent not in work but communication.  His central idea is that: 
the design of an ideal speech situation is necessarily implied in the structure 
of potential speech, since all speech, even intentional deception, is 
orientated toward the idea of truth.  This idea can be analysed with regard to 
a consensus achieved in unrestrained and universal discourse.  Insofar as we 
master the means for the construction of the ideal speech situation, we can  
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conceive the ideas of truth, freedom and justice, which interpenetrate each 
other – although of course only as ideas’ (J. Habermas 1970 ‘Toward a 
Theory of Communicative Competence’, Inquiry, vol.12, p.372, cited in 
Lukes 1983, p.135). 
 
This directs me to consider ideal speech.  When participants provided data for this 
study an ‘ideal speech’ situation prevailed but when they (students with ME/CFS) 
are obliged to negotiate with others who are outside of the ‘ME/CFS world’, such 
an ideal speech situation is missing.  I now intend to explore how more 
emancipatory, or empowering, outcomes can be achieved for students with 
ME/CFS. 
 
10.5 Toward New Directions 
 
This critical study is not intended to merely explain the reality of the lived 
experience of ME/CFS in the tertiary education context but to justify and promote 
change.  While it has been established that a stigma attaches to being a tertiary 
student with ME/CFS in Australia today, the humiliation of having ME/CFS and its 
concomitants (cognitive dysfunctions, distress, pain, weakness, disadvantage, 
mobility problems, official and lay prejudice, etcetera) cannot be changed 
immediately or easily.  This section is not only an exploration of making a new 
contribution to the field but the key problematical issues which have arisen from out 
of this research shall also be addressed through the development of a protocol 
which may be used by students with ME/CFS.  Habermas asks the following 
question which I shall endeavour to address in this chapter: 
How can political action be morally justified when the social conditions in 
which practical discourses can be carried on and moral insight can be 
generated and transformed do not exist but have to be created (Habermas 
1991, p.210)? 
 
Proceeding, therefore, from explanation to advocacy I propose a protocol for use by 
all Australian tertiary students with ME/CFS. The views of the research participants 
on which the protocol is based indicate that students may require 
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‘undisempowerment’ before they are able to negotiate equitable solutions to their 
present academic quandary.   
 
Kemmis has explained the situation as follows: 
So when it comes to the question of emancipation, we are not talking about 
something that is utter and complete, we’re talking about concrete 
emancipation and, rather than talking about empowerment, for example, it 
seems to me that we should be talking about something like 
‘undisempowerment’. When we find we have a group of people who are 
disempowered, who are prevented from speaking, who aren’t recognised, 
when we find such a group we should find ways that those people are 
already working to resist.  Then, by working with … these people we will be 
working to find ways that they can reduce their disempowerment (Kemmis 
1998, p.71-2).  
 
Difficulties which the participants constantly confront, and not only when 
negotiating essential accommodations, emerge strongly from the data and serve as 
pointers to the kinds of change required.  Given their present problematic situations, 
I see establishment of wider and better understanding of those difficulties as an 
essential preliminary to building paths towards emancipation and empowerment. 
 
An issue emerging from every personal story, without exception, was the 
disempowerment arising from the use of the pejorative neologistic term ‘Chronic 
Fatigue Syndrome’.  Many students used the British name for their condition 
‘Myalgic Encephalomyelitis (ME)’ or referred to allied or overlapping conditions 
such as Fibromyalgia (FMS) and Post Viral Fatigue Syndrome (PVFS).  
Alternatively, some refrained from naming the condition at all or negotiated on the 
basis of symptom-descriptions alone or else described another disability altogether.  
 
Participants who negotiated on the basis of symptoms alone reported that they were 
better accommodated, apparently for one or other of the following reasons: 
• By omitting to refer to ‘Chronic Fatigue Syndrome’ they were neither 
stereotyped nor ‘slotted into’ provisions for CFS that mistakenly assume 
that ME/CFS is ‘mere fatigue’.  
 253
• The disability office and/or institution were made to address specific 
symptomatology.   
These observations give clear pointers as to how students with ME/CFS should 
negotiate accommodations. 
 
Students with ME/CFS are, in practice, constrained by other’s perceptions of their 
condition.  Added to this, the powerlessness of the students is exacerbated by their 
lack of awareness of their rights as enshrined in existing legislation (DDA 1992).  
Students do not to reflect on the symptoms of ME/CFS and their impact on the 
learning experience and therefore do not endeavour to negotiate from this 
perspective thereby creating additional constraints to communication.  Hence an 
‘ideal speech’ situation in such negotiations is unattainable. 
 
Haug (1987) has stressed that the role of subjection and emancipation are defined 
by the use of words and forms of speech. 
 
Discussion belongs to two opposing camps; it stands on the side of 
subjection as well as liberation.  If we are to use speech as an instrument of 
liberation, then we must understand how we bring about our subjection 
through particular forms of speech, or how we use particular words to 
cement our subjugation (Haug 1987, p.252). 
 
The situation is further complicated beyond the processes of negotiation and 
emphasises not only the lifeworld of the participant but the very system itself.  
‘Basically Habermas invites us to look at our own modern condition as a kind of 
tug-of-war between the lifeworld and the system’ (Pusey 1987, p.107).  The 
institutional hierarchy creates further problems for personnel with whom students 
with ME/CFS negotiate; officials are constrained by obligations to their institutional 
employer, professional registration bodies and the lack of understanding of the legal 
rights of persons with a disability (Morris in press).  
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We come to recognise the distinction between the deficits that inflexible 
structures of the life world can cause in the maintenance of systems of 
employment and domination (via the withdrawal of motivation on 
legitimation (Habermas 1994, p.362). 
 
Concluding that improved awareness prior to negotiation would best assist the 
student, I have, accordingly, drafted a strategy for negotiation to assist future 
tertiary students. 
 
By singling out a procedure of decision making, it seeks to make room for 
those involved, who must then find answers on their own to the moral-
practical issues that come at them, or are imposed on them, with objective 
historical force (Habermas 1991, p.211). 
 
10.6 Testing My Ideas 
 
This strategy (Morris 2001c163) was presented to SAYME164 at a meeting convened 
by the ME/CFS Society of South Australia Incorporated, at Fullerton, Adelaide on 
18 February, 2001.165  I was interested to see how the idea of negotiating on the 
basis of symptoms by students who knew their rights, after familiarising themselves 
with the Disability Discrimination Act (1992), would be received.  I was also 
interested in the reception these ideas would receive from the parents attending. 
 
As part of my presentation I discussed aspects of negotiating accommodation.   
• All present, including students, parents, carers, advocates and friends, at the 
SAYME meeting were told of their rights under the Disability 
Discrimination Act (1992) especially Section 6 (Indirect Discrimination).  
                                                 
163  SAYME has placed my recommendations on their internet web site at http://www.sayme.org.au    
The Teach-ME Task Force (2002) of Canada has included reference to these notes in their book.  
Tate (2001) has summarised my recommendations and this summary is also on the SAYME 
website. 
 
164  South Australian Youth with ME. 
 
165  The ME/CFS Society of South Australia made a video of my presentation for those who were too 
ill or isolated to attend the meeting and it may also be accessed by students in the future 
(M.E./CFS Society of South Australia Inc. 2001).  
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• The students were advised that the Chronic Fatigue Syndrome (CFS) name 
for their illness is problematic and can create barriers to negotiation whereas 
the original name of Myalgic Encephalomyelitis (ME) could be used 
whenever negotiating.    
• I suggested to students that they list and individually describe all symptoms 
for which they require accommodation.  
 
At the conclusion of my address I distributed to the audience a short 
questionnaire.166  Twenty-one attendees, sixteen of whom had ME/CFS, completed 
the questionnaire.  Eleven were students (all diagnosed with ME/CFS), six were 
parents, the remainder being friends or support people.  
 
 There was a range of generally positive responses to the following question:  
If a student or parent, do you feel that you will be able to negotiate better 
accommodations to meet your needs at your academic institution after to-day?   
 
The student responses included comments such as:  
• I did not know that I had rights.  
• Today has been useful as I now realise I need to address 
symptomatology when requesting alternative assessment protocols. 
• Knowing about Indirect Discrimination is useful. 
 
Parents wrote: 
• We will become pro-active in discussing accommodations – my 
daughter has just begun TAFE part-time. 
• Armed with more ammunition to challenge decisions.  Know our rights 
as carer and sufferer.   
• Legal issues of discrimination and access to ‘normal’ secondary 
schooling. 
 
These and other responses lead me to hope that tertiary students with ME/CFS will 
come to enjoy improved accommodations through knowing their rights.  Positive 
change may come about, before new guidelines are agreed upon, through 
                                                 
166 Appendix 4 
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adequately informed students being aware of their legal rights and of their freedom 
to negotiate. Bernstein identifies the change as a difference in degree. 
 
How, Habermas might ask, can a practice be cognitive and rational if there 
is no reasonable hope for convergence and consensus? (p.208) … The 
difference Habermas sees between justificatory and other discourses is not 
in terms of an absolute difference in kind but a difference in degree with 
respect to the ease or difficulty of there being convergence and consensus 
(Bernstein 1995, p.209). 
 
10.7 Interim Strategy Development 
 
Habermas (1994, p.364) says ‘it is a question of building up restraining barriers for 
exchanges between system and lifeworld and of building in sensors for the 
exchanged between lifeworld and system.’   With this in mind I have drawn up an 
‘Interim Protocol to Assist Students with ME/CFS Negotiate Appropriate 
Accommodations in Educational Institutions’ to provide a starting place for 
change.167  The strategy outlined to the SAYME meeting above, with the attendees 
feedback, has been refined into this protocol.  
 
For simplicity, the suggested protocol is limited to one page.  It advises students to 
allow time for negotiation to take place sufficiently early in their course for 
alternative arrangements (for example in assessment) to be approved as otherwise 
they may fall foul of inflexible rules or regulations.   They are advised of their right 
to negotiate (as per DDA 1992) and secondly, urged to reflect on the individual 
symptoms of their illness and the potential effect of each on their studies. 
 
The Protocol recommends avoiding use of the term ‘Chronic Fatigue Syndrome’168  
to preclude official recourse to current inappropriate tertiary institution guidelines 
                                                 
167  Parallel recommendations to assist teacher/educators meet the requirements of the Disability 
   Discrimination Act (DDA 1992) has been written (Morris, in press). 
 
168   Students are advised not to present medical certificates which use the name of Chronic Fatigue 
    Syndrome until after the negotiation is completed.   
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for disability accommodation under the heading ‘Chronic Fatigue Syndrome’ which 
promote the erroneous proposition that ME/CFS is merely ‘fatigue’.  Bernstein has 
pointed to the need for appropriateness. 
 
Discourses of application operated in accordance with the principle of 
appropriateness rather than the principle of universalization. When applying 
a specific norm to a case, questions concerning individual interests drop out 
of consideration; our concern is with the appropriateness of the norm in 
relation to the particular features of a concrete situation.  In judging the 
appropriateness of a norm to a case we are judging if action in accordance 
with that norm is appropriate to the complexity of the case, and ideally more 
appropriate than any competing norm (Bernstein 1995, p.223).169 
 
In the interim protocol students are advised to list all symptoms requiring (possibly 
different) accommodations and to reflect on what accommodations would meet 
their personal needs.170  This may include carefully distinguishing a range of 
distinct symptoms often collectively referred to as cognitive dysfunctions.  Because 
students often tend to ‘wait and see what they are given’ they are also reminded that 
firstly, extra time is not an appropriate accommodation for a number of symptoms 
and secondly, they should be proactive in seeking their rights and needs of 
equity.171  Finally, as ME/CFS is a fluctuating condition, with symptoms that can 
change over time, there is a risk of new symptoms emerging that may require fresh 
negotiations as and when they arise.   
 
I sent a draft of the interim protocol to the study participants172  to elicit comments 
and suggestions for further refinements using the following question:   
 
As a part of my conclusions I have drawn up a simple draft interim protocol for use 
by students with ME/CFS when negotiating with their institution. I would 
appreciate it if you are able to make any comments/suggestions on this protocol.  
                                                 
169   No attempt, as far as I can discover, has ever been made to ascertain whether or not current  
    Australian Tertiary Education guidelines meet actual student needs. 
 
170   Students are able to do this as they will have previously reflected on them. 
 
171   From responses to questionnaire used by SAYME students, Adelaide 2001 (Appendix 4). 
 
172  Thirty four participants were contacted by email and twenty two responded to this request. 
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Some of the positive responses included: 
• Very important, few people know their legal rights and the institutions 
will be more likely to comply when shown their obligations. [John] 
 
• The protocol all looks useful and sound to me. [Terry] 
• I have not been given much consideration re negotiating regarding 
cognitive dysfunction just one of my major problems. [Norma] 
 
• All in all it looks really good and a useful guide for those students just 
starting out in the whole CFS and tertiary education epic, and also useful 
to educators and disability officers. [Nola] 
 
 
Balancing these positive responses were other responses which need further 
consideration: 
 
• What sort of accommodations?  I know I certainly didn’t have any idea 
of what I could reasonably ask for, and depending on the DLO you get, 
they may or may not be willing to make suggestions that are appropriate. 
… I mean, I know that exams are pretty much no good, full stop, but 
there’s little chance they will find an alternative to an exam for you (I 
would imagine). [Katrina] 
 
• I’ve found people always very willing to accommodate, if I explain and 
am polite, it is very useful to talk to the lecturer or tutor directly and see 
if they can offer what is needed (e.g. assignment extensions), while 
really only using the disability coordinator of the university for the 
administrative things and ‘official’ type accommodations such as final 
exam conditions. [Keith] 
 
 
The comments made by some of these participants may reflect the stigma of the 
name and how the powerlessness which they have experienced in the past has 
affected their self-perceptions.  Two participants, though supportive of the protocol, 
had reservations about the recommendation that students become familiar with the 
Disability Discrimination Act (1992).  They felt that compliance with this part of 
the protocol would be hard to achieve. 
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• What about the Code????  - it is exceptionally helpful and much clearer. 
[Haydn]173  
 
• Reflecting back on when I was at my worst (but still capable of studying 
and achieving high grades, and even teaching Anti-Discrimination 
policy and practice at TAFE), I think I would have visibly blanched at 
needing to assess the Act in reference to my own case. [Joanna] 
 
 
Given these reservations, the Interim Protocol will also refer to the simplified 
explanation written for the South Australian presentation (Morris 2001c paper 2).  
 
• Even though I hate the name myself, I don’t agree with advising students 
not to use it.  I think we need to use the name that is most used by 
doctors and the community, no matter how rotten it is. [Marlene]174 
 
Marlene expresses her need to be open and honest in negotiating for 
accommodations in her academic situation and opted to use the common name, 
chronic fatigue syndrome, knowing that in doing so she created a situation which 
problematised her dealings: negating an ideal speech situation for appropriate 
intervention.  Even so this comment by Marlene raises many issues which go 
beyond the concept of creating an ideal speech situation.  It strikes at the core ideals 
which Habermas espouses: truth, validity and truthfulness in communication. 
  
What makes the speech-act offer acceptable are, ultimately, the reasons that 
the speaker could provide in the given context for the validity of what is 
said.  The rationality inherent in communication thus rests on the internal 
connection between (a) the conditions that make a speech act valid, (b) the 
claim raised by the speaker that these conditions are satisfied, and (c) the 
credibility of the warranty issued by the speaker to the effect that he could, 
if necessary, discursively vindicate the validity claim.  
 
… In what sense can speech acts be negated as a whole?  In answering this 
question we hit upon precisely three sorts of validity claims: truth claims in 
regard to the facts that we assert with reference to objects in the objective 
                                                 
173  O’Connor et al. 1998 Students with Disabilities: Code of Practice for Australian Tertiary 
Institutions. 
 
174  Marlene did use the name Chronic Fatigue Syndrome is an off-hand way in her negotiations and 
she has described her negotiating technique in her story (Chapter 7 p. 179). 
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world; claims to truthfulness (Wahrhaftigheit) of utterances that make 
manifest subjective experiences (Erlebnisse) to which the speaker has 
privileged access; and finally, claims to the rightness of norms and 
commands that are recognized in an intersubjectivity shared social world 
(Habermas 1998, p.316-317). 
 
Habermas has qualified that the validity of the speech communication is 
constructed through the explanatory reasons which the speaker could provide to 
the hearer.  He believes that the construction of validity does not therefore rely 
upon the oral expressions of the speaker but on the tacit reasons for making 
such a speech communication.  
 
We understand a speech act when we know the kinds of reasons that a 
speaker could provide in order to convince a hearer that she is entitled in the 
given circumstances to claim validity for her utterance (Habermas 1998, 
p.297). 
 
This viewpoint of Habermas reassures me that the suggestion, in the interim 
protocol, to negotiate accommodations without mentioning the name of 
‘Chronic Fatigue Syndrome’ is not deceptive but has validity given the 
circumstances of the misunderstanding caused by the name.    
 
The interim protocol is a recommendation based on an analysis of the main issues 
raised in participants’ stories.  Although responses so far suggest a need for further 
elaboration, the protocol could, in the future, become the springboard for students 
with ME/CFS to achieve ‘undisempowerment’ by enabling them to negotiate in a 
more equitable manner. 
 
Habermas doesn’t pretend that prejudices can be instantly removed or 
discarded.  He does believe … that reasoned communication can, over time, 
weaken them (Stephens, 1994 n.p.). 
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10.8 Interim Protocol 
 
 
 
 
 
 
 
 
 
 
 Interim Protocol to Assist Students with ME/CFS  
Negotiate Appropriate Accommodations in 
Educational Institutions. 
 
1. WHEN TO NEGOTIATE 
 
Adequate time needs to be allowed on the part of both student and the institution. 
  
2. STUDENT PREPARATION 
 
Before negotiating for accommodation: 
 
(i)           Know your Rights. (1) 
 
(ii) Reflect on your symptoms and make a list of them and how they affect you 
and will potentially affect your studies. 
          
 
3. WHEN NEGOTIATING 
 
(i) Negotiate at the beginning of course, and also renegotiate when/as symptoms 
change OR requirements of course change. 
 
(ii) The name ‘Chronic Fatigue Syndrome’ has been found problematical. (2) 
 
(iii) Consider using the original name of Myalgic Encephalomyelitis (M.E.) 
 OR use an alternative name, OR state ‘I have disabilities associated with 
 a long term medical condition’ when negotiating. 
 
(iv) Name your symptoms which need accommodating. 
 
(v) Reflect on whether accommodations will meet individual student needs  
as laid down as RIGHTS (3) in DDA 1992.  
(Discussion with other students with ME/CFS may be of assistance here.) 
 
(vi) If necessary, negotiate further.  Student needs to be proactive and creative in 
meeting their own unique individual equity needs and rights. 
 
(vii) Renegotiate if new symptoms occur.  
__________________________________________________________  
(1) Simple explanation of Rights is available at http://www.sayme.org.au  
Disability Discrimination Act (1992), Section 22 and especially Section 6 (Indirection 
                Discrimination) http://www.austlii.edu.au/legis/cth/consol_act/ddaa992264/.html   
Students with Disabilities: Code of Practice for Australian Tertiary Institutions.   
http://www.qut.edu.au/pubs/disabilities/national_code/code.html    
(2) Suggest do not present medical certificates which use the name of Chronic Fatigue 
Syndrome until after the negotiations are completed.  When negotiations are completed see 
that they meet the requirements of the student and the DDA 1992. 
(3) Diverse symptoms of Cognitive Dysfunction must be accommodated. 
Extra time is NOT an appropriate accommodation for Cognitive Dysfunctions. 
Remember fatigue is ONLY one symptom of ME/CFS and not the only symptom of the 
condition. 
© D. Morris 2003 
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10.9 Future Research Needed 
 
In general terms Habermas argues that a critical social theory is one in 
which individuals actively control their own lives, through an understanding 
of their material psychosocial circumstances (Scambler 1987, p.166). 
 
 
The name, Chronic Fatigue Syndrome, is discursive, inaccurate and misleading, so 
creates a barrier to reasoned communication.  Due to prejudices, created by the 
name, students with ME/CFS are deprived of control over their lives and learning 
environment.  This research has found that there is the need for change.   
 
One must be able to show that a person relying not on the self-evident 
nature of universal principles but on the legitimating power of procedures 
for justification is in fact better equipped to oppose sceptical objections and 
thus also better able to judge consistently.  On the other hand, there are 
ethical positions that reject proceduralism and insist that a procedure for 
moral justification in no way differs from, and is unable to achieve more 
than, a universal moral principle.  As long as this philosophical controversy 
is not settled, the fundamental assumptions of discourse ethics should be 
defended in the arena where they clash directly with other philosophical 
views rather than understood naturalistically as propositions about natural 
stages of moral consciousness (Habermas 1991, pp.172-3).  
 
My recommendation is that there should be an investigation of the philosophical 
controversy and ME/CFS; research which would investigate the use of procedures 
to empower, legitimate and justify requests for appropriate recognition of students 
with ME/CFS.  
 
10.9 Conclusions  
 
The collection of stories from the participants of their lived experience generated a 
large data base175 from which analysis was undertaken of selected participant 
stories, the deeper analysis of the issues which emerged from these stories, and the 
construction of four themes contained within the stories.  
                                                 
175  Electronic mail, as a method of data gathering, proved effective in researching this hard to reach    
group of chronically ill study participants in their own homes where there were many access 
barriers caused by the condition (Morris 2001b).   
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The commitment of the research participants in remaining active throughout the 
duration of this research (through iterative checking and further questioning) has 
demonstrated to me that, although illness did mean that some participants ceased to 
be active or their participation was curtailed, there emerged evidence of a ‘Peer 
Fraternity’ among students with ME/CFS.176 
 
The decision to use critical ethnography with a Habermasian emphasis has 
illuminated issues of equity, human rights and quality of life that affect Australian 
tertiary students with ME/CFS.  Participants’ stories provided data on a wide 
variety of experiences.  This research is an opportunity to not only explain the 
reality of the lived experience but also an attempt to instigate change through a 
deeper understanding of the lifeworld of the student with ME/CFS.  The 
emancipatory ethos of critical research led to the construction of an interim protocol 
for use by all Australian tertiary students with ME/CFS when negotiating 
accommodations in the future. 
 
Students with ME/CFS not only face a severe chronic illness disability but a second 
disability: a disability with attitude, through discreditation, delegitimisation and 
misconceptions created by both the name and sectors of the medical profession and 
compounded by the media. 
 
10.11 Summary  
 
This chapter has revisited the research questions of Chapter 2, answers to which 
demonstrate that students with ME/CFS in Australian tertiary education face 
significant problems of access to equity and human rights.  An interim protocol, 
grounded in the major issues raised by the experiences of participants in this study, 
                                                 
176   See discussion of ‘Peer Fraternity’ in Chapter 9.   Four and a half years after the commencement 
of the research thirty-five of the original forty participants are still in contact although they were 
strangers to me when the research was commenced.  They make spontaneous contact with 
academic achievements, graduations, difficulties being experienced in their education, personal 
life changes such as engagements, marriages and babies, as well as changes of address. 
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has been created to assist tertiary students with ME/CFS to negotiate better 
accommodations until the condition has a more appropriate name and becomes 
better understood in the community.  The next chapter is an epilogue which reflects 
on the researcher’s personal story and ethical issues which arise for the insider 
researcher. 
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Chapter 11 
 
    Reflections and Epilogue 
 
11.1 Introduction 
 
This chapter addresses some of the methodological issues that confronted me in this 
research.  This is my story as the researcher and the various dilemmas and ethical 
issues which I found emerged as I am a researcher-with-the-condition - an ‘Insider’.  
‘Research practices undertaken in a critical mode necessitate recognizing the 
complexity of social relations and the researcher’s own social determined position 
within the reality that one is attempting to describe’ (McLaren 1995, p.283). 
 
11.2 Warnings  
 
McLaren has warned against the possibility that researchers using critical 
ethnography might have preconceived notions of the pathway along which their 
research will proceed.  ‘Critical ethnographers need to develop the will and the 
competence to reposition their sites of enunciation and narrative authority and to 
make choices outside the comfort and danger of an ‘a priori’ standard based on 
Western, monocultural and universal constructions of identity and difference’ 
(McLaren 1995, p.291). 
 
Other pressures also emerged such as the difficulties with which the ‘insider’ 
researcher is faced.  Many, including McLaren (1995) have suggested that it is 
impossible for ‘Insiders’ to not bias their research, especially if the research is 
critical research.  Figueroa has suggested researchers should declare their values 
and their perspectives as he believes that all research reflects the personal bias of 
the researchers.   
 
However, if research cannot be value neutral, it can be - and, if it is to be 
ethical, it must be - value critical. … A good basic step is for researchers to 
declare their values, though this is not sufficient (Figueroa 2000, p.88). 
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Heron (1981) has asked that researchers position themselves in their research.  He 
has asked persons conducting research to decide upon their own stance, especially 
when there are similarities between the researcher and the researched.  He warns 
those who are in this situation that research behaviour will affect the integrity of the 
research. 
 
The prior and more radical question is, ‘To what kind of explanation of my 
own research behaviour am I committed?’ This question is … [more 
relevant] when the investigator is the same kind of being as the subjects of 
his (sic) investigation, then this reflexive question becomes of paramount 
importance. … It is behaviour which in the nature of the case constitutes 
creative advance, surmounting and transcending the predictable (Heron 
1981, p.20). 
 
 
McLaren, Figueroa and Heron have expressed concerns about the integrity and 
validity of ‘Insider’ research and advocate that insider-researchers must declare and 
recognise their personal involvement.  They seem to have overlooked the deep 
personal involvement that may result from the practice of this type of research and 
which I shall now explore.  
 
11.3 Stories 
 
In many ways there have been two story methods: firstly, there has been the 
reflective narrative stories told in retrospect, and secondly, the stories told during 
current crisis.  In the former instance, the participants have constructed these stories 
from their current wisdom viewpoint, and thus they are amenable to analysis for 
content.  In contrast, the stories of current crisis have resembled action research 
with the empowerment of the participants: changing in tone when the participants 
were made aware of their rights, and were able to implement this new knowledge to 
gain empowerment and thus negotiating better outcomes.  
 
I expected that some issues would be raised because the participants may be more 
open to a researcher-with-the-condition and this was certainly true in this research.  
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There was a frankness on the part of the participants which they openly admitted in 
the telling of their stories, when they pointed out they would not have written such 
information if I did not have the condition myself. 
 
11.4 Care 
 
It was the stories which were written in current crisis which concerned me most.  
The emotions expressed in some of these stories were raw and certainly unedited. 
 
I have been a little out of it for a while now - I feel like I have lost control of 
everything in my life - especially uni - it is a bit of panic attack I am sure.   I 
am trying to convince myself that I have just as much time as I have before 
and not to worry, but I can’t help it - I am really worried at the moment. … 
If they knew anything of CFS they would never subject any human being to 
this kind of treatment - we are vulnerable and highly sensitive to pressure 
and distress when we are down - and I am very down at the moment.  Prior 
to these clashes, I was coping just fine.  I only fell down badly when I was 
forced into confrontation and ignorance. [Haydn] 
 
As I read these stories of current crises I was presented with two options.  One was 
to try to remain the ‘detached’ distant uninvolved researcher: sitting back and 
waiting to see how the story would unfold and undoubtedly provide an excellent 
source of data for my research.  The second option was to intervene, empower the 
participant by telling them they had rights that are enshrined in legislation in the 
Disability Discrimination Act (1992) and Students with Disabilities: Code of 
Practice for Australian Tertiary Institutions (O’Connor et al. 1998).  But if I 
intervened in this way, what would this do for my research?  Their stories would 
change as they became empowered with knowledge of their rights - their stories 
would not reveal the full extent of problems of equity and human rights that were 
the thrust of my research.   
 
What the examples also demonstrate is that making ethical decisions, in 
whatever situated context, is a process of creating, maintaining and 
justifying an ethical integrity that is more dependent on sensitivity to politics 
and people than it is on ethical principles and codes (Simons & Usher  
2000, p.11). 
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I found I could not be a passive observer, I felt I had a responsibility to these 
participants.  I was faced with two ethical dilemmas: 
• to my research, to keep the stories “pure” and without influence on my part 
which could change the stories which the participants were writing for me; 
and  
• to my ethics as a support person to people who were in personal crises with 
their studies.   
 
This relativist ethics of responsibility deals with real moral dilemmas, not 
merely hypothetical ones, it takes the complexity of lived situations into 
account, it joins justice with caring and with responsibility for those under 
one’s care, and it presupposes a more inclusive concept of a mature 
personality that goes beyond the abstract notion of autonomy (Habermas 
1991, p.176). 
 
As a ME/CFS Support Person in my locale it seemed mandatory that I should step 
in, as I felt I had a duty of care.  ‘The true test of any ethics of research with human 
beings is whether or not it forces the researcher to suffer with his (sic) subjects’ 
(Klockars 1977, p.225). It was not possible for me to stand back and just let the 
participants try to cope on their own with their current crisis. 
 
11.5 Empowering 
 
When faced with the dilemma of empowering and thus changing the course of the 
participant story of crisis and possibly affecting research outcomes, I chose to 
empower the participants with knowledge of their rights. ‘It is also essential that 
ethnographic researchers act with the oppressed, not over them or on behalf of 
them.  Critical ethnography must be organic to and not administered upon the plight 
of struggling peoples’ (McLaren 1995, p.291).  
 
There was an immediate change in the participant’s story as they took the initiative; 
their stories after they knew about their rights, were full of how they were then 
empowered to negotiate instead of just accepting whatever was handed out to them. 
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Until I was aware of all these provisions [DDA 1992; O’Connor et al. 
1998], I was unaware of just what my rights were.  It was never explained to 
me.  Now I am fully aware of the guidelines, I am amazed at the inflexibility 
that is being demonstrated by the … Faculty - by people who supposedly 
fight for those who have problems like myself and who presumably have  
full knowledge of the obligations … I am particularly amazed at the 
comments that I have received and the insinuations that I am a cheat and 
liar. [Haydn]177 
 
These changed stories have had an impact on my research findings in a positive 
way.  These stories now demonstrate how apparently hopeless and despairing 
students are able to turn things around when they have knowledge of their rights.  
This has added a dimension to my research findings, rather than detracted from 
them. 
 
11.6 Empathy or Rapport  
 
Early on, I had the expectation of being the passive, disengaged observer in the 
story gathering phase of my data collection.  I was completely unaware of the 
emotional impact which the stories would have on me and how I would personally 
identify with the stories.  None of the textbooks which had advocated ‘insider 
research’ had addressed this issue. 
 
As a researcher-with-the-condition I believed I would have empathy with the stories 
of the participants. Woolfe (1996) has defined empathy as being different from 
sympathy. 
 
Empathy is the ability to see the world from the point of view of another 
person, through their frame of reference, through their conceptual and 
emotional spectacles, so to speak.  It is not to be that person, for that is 
impossible, but to be ‘as if’ one was that person and to imagine how it feels 
to be them.  This ‘as if’ quality should be emphasised.  Without this quality, 
empathy becomes sympathy.  Sympathy involves collusion with the other 
person, taking sides and becoming judgemental (Woolfe 1996, p.109).  
 
                                                 
177  See Footnote 148 for further details. 
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As the stories arrived on my computer I personally identified with their experiences, 
they resonated so like my own past.  I found that I was also experiencing the 
emotions which the participants expressed.  I felt the emotions of happiness and 
sadness, joy and anger, elation and despair.  Nothing had prepared me for this roller 
coaster of emotions.   
 
Examples of my engendered feelings included: 
• anger at ignorance, despair at misunderstanding, joy at successes;   
• pain as they struggled to walk with pain on the campus;  
• sorrow as they were judged as malingerers and wanting in application; 
• sadness at loneliness caused by this condition in social situations;  
• helpless at their disempowerment; and, 
• humble at the faith which they placed in me. 
   
I also felt deeply the trust which they had placed in me when they told me their 
stories, stories which they could not share with others who did not have the 
condition for fear of misunderstanding.  My research was touching an area where 
the world did not know what was occurring and my research was hopefully going to 
make a difference to their suffering.   
 
I knew so many were in severe pain on sick beds which they could not leave, yet 
were endeavouring to reach out to try and help their fellow students and also myself 
by telling their stories.  My commitment to help them was deepened.  Woolfe 
(1996) had written of empathy, but this was more than this - was this the ‘rapport’ 
found by Edwards (2002, p.1)? 
 
11.7 Responsibility 
 
In the first week of my research, when recruiting participants, I was shocked to find 
that I had received a suicide note by electronic mail.  In the suicide note the person 
told me that they had received my electronic mail address through ‘snowballing’ 
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from a person at their university.  Everything had gone wrong for this person, both 
in their personal and student life, but the overwhelming difficulty had come from 
the pressures and non-acceptance of their condition by their university - and a blank 
refusal on the university’s part to make any accommodations.  I spent four hours 
helping, encouraging and informing this person of their rights enshrined in 
legislation (DDA 1992).  Knowing they had rights gave them the will to continue 
the fight with their educational institution.   
 
Simultaneously, while my research stories were being collected from the 
participants, I also had the task of nurturing and encouraging this person and above 
all being the friend who was always there in crisis.  I could have done without the 
stressful situation but I was glad, on the other hand, that I had been available to 
help.  I state this event here to indicate the potential complexity of a situation in 
which a higher degree research student with this condition, undertaking research 
into the lived experience of other students with the condition, may find themselves. 
 
11.8 ‘Do no harm’ 
 
Findings and conclusions were another area which gave me difficulty and 
engendered much thought.  I have always been aware that the findings arising from 
out this research could have negative as well as the desired positive outcomes.  This 
issue has concerned me greatly. It would be sad if this research were to cause a 
hardening of attitudes to students with ME/CFS and an even greater lack of 
accommodation.   
 
A common ethical concern in educational research is the use of data that are 
critical or negative about participants.  This issue is enhanced in considering 
data that would disadvantage the participants commercially or competitively 
if they were known in the public domain (Foskert 2000, p.140). 
 
The writings of Foskert have assured me that this dilemma of revelation is a 
common problem.  The medical Hippocratic maxim ‘Do no harm’ has been 
foremost in my mind; it would be terrible if my very desire to help students with 
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ME/CFS rebounded on me and actually make the situation more difficult for them 
to gain appropriate accommodations.  As I detailed the participant’s stories in 
Chapter 7, I was forever wondering, could I create difficulties for other tertiary 
students with ME/CFS and I had to make the decision whether to include this 
information in stories or to adapt them into a more innocuous format.  I wondered 
just where my ethical considerations should rest; in the open sharing of the 
participant stories without fear of any repercussions either on participants or other 
ME/CFS students or should I try and adopt a more conservative stance thereby 
placing the person with ME/CFS in a ‘better’ light.  For the insider-researcher there 
seemed to be deeper involvement in issues which could affect the persons with the 
condition.  
 
Sentas and Murphy (2002) point out that although it is illegal to discriminate in 
education on the basis of disability (Section 22, DDA 1992), disabled students may 
be passed over for selection in competitive courses.  Could this also apply to 
students with ME/CFS as this research (Chapter 6) has revealed that there is a high 
chance of their withdrawal from a course?  
 
It has occurred to me that as a researcher-with-the-condition I am more aware of the 
problems of what should be positive empowering research having rebound effects 
on the participants and other students with ME/CFS.  It would seem that I have a 
deeper involvement and insight into issues which could affect the persons-with-the-
condition. 
   
11.9 Checks and Balances 
 
The very structure of this research has been an attempt to try and counter my 
personal subjective bias as an ‘insider’ researcher.  Multiple data gathering 
techniques (by the Participant Profile Questionnaire and the participant led stories) 
have been endeavours to countercheck bias in the data gathering.  The multiple 
forms of analysis; questionnaire summation (Chapter 6), re-telling of the participant 
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stories balanced against medical research findings (Chapter 7), the emergent issues 
balanced against the content found in the remainder of the stories (Chapter 8), the 
emergent themes with the thematic summary 178 returned to the participants for 
their checking verification (Chapter 9), the public presentation to SAYME (in South 
Australia) of my ideas for negotiation for accommodations and the feedback from 
this meeting and the return to the participants of the draft of the Interim Protocol 
(Chapter 10). 
 
The use of the DDA (1992) and ‘Code of Practice’ (O’Connor et al. 1998) has been 
used to give a consistent reference point to this research and also for the community 
and others to see where accommodations have fallen short of the minimum 
standards which these documents proscribe (Morris 2000; 2002b).  This would allay 
the perception that persons with ME/CFS are demanding unreasonable and 
unattainable accommodations which are burdens on the tertiary institutions and 
staff and those with whom they have dealings.   
 
11.10 Reflections 
 
I am convinced that if I had not been an ‘insider’ I would not have received such 
open stories, the stories would have been tailored to meet the ‘outsider’ researcher’s 
expectations.  In many of the stories which were told there were comments such as 
‘you understand what it is like’ or ‘as you would know’.  I also believe that many 
participants felt they could openly share without being judged and considered as 
‘other’.  
 
I found my feelings of compassion for the participants have coloured my research 
approach.  As suggestions were made to return to the participants to see if they 
would change or modify their stories I found myself resisting such suggestions as I 
tried to protect the participants from any extra calls on their limited energy.  I knew 
so many wrote their stories while suffering severe pain and with limited energy and 
                                                 
178   Appendix 3. 
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I did not want this research to be the ‘straw which broke the camel’s back’.  Having 
the condition myself, I was aware of just how fragile their ability was to meet the 
requirements of being a participant.  Four participants had registered for the 
research and had completed the Participant Profile Questionnaire (PPQ) with every 
intention of writing their stories but their health had precluded them from more 
active participation.  I had wanted this research to be as complete as possible and I 
wanted the participation of the very ill so that the full spectrum of the lived 
experiences of tertiary students with ME/CFS could be explored.  At the same time 
I did not want to overload the very ill participants beyond their capabilities.  This 
has been a dilemma for me. 
 
This research has placed me in a leadership and mentoring role with tertiary 
students with ME/CFS in Australia and I feel this responsibility deeply, as I feel 
very humble and yes, even inadequate to be placed in this role.  This role has been 
growing throughout the period of my research and is not confined to my research 
participants (Morris 2000; 2001d; 2002a; 2002b).  In crises, which occur amongst 
tertiary students who are subscribed to ME/CFS Australian listservs, private 
electronic mails are sent and other contact is made with me.  
 
11.11 Miscellaneous thoughts 
 
There have been other elements that have emerged from the stories of this research 
that have had an impact on me.  Some of these elements are now listed: 
• The similarity of the experiences among the participants; sometimes I thought the 
same story had been reposted to me but I would discover that it was from a 
participant in another state attending another institution. 
• The feeling of déjà vu, having heard it all before: so many of the experiences of 
the participants are the same as my personal experience. 
• The consensus of issues which have emerged as themes; over and over again the 
different stories contained the same themes. 
• The universality of the political-medical impact on the participants - this emerged 
in every story.  
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The following questions arise from out of this research: 
• I wonder if my research will result in the empowerment of other tertiary 
students with ME/CFS and as they learn of their rights will they experience 
empowerment in their lives?    
• Will empowerment through knowledge be the way in which ME/CFS students 
gain the ability to negotiate the accommodations which they need? 
• Will increased knowledge of the Acts (DDA 1992) and Codes (O’Connor et al. 
1998) result in the emergence of an empowered ME/CFS tertiary student body? 
• Will the protocol assist students with ME/CFS in negotiating appropriate 
accommodations which will meet their needs? 
• Can there ever be an ‘Ideal Speech’ situation for students with ME/CFS? 
 
11.12 Summary 
 
Being a researcher-with-the-condition is an advantage overall, and putting aside the 
emotional involvement, I consider that my empathy and personal knowledge have 
been an advantage in the gathering of information from the participants.  The  
content of my self-understanding through this research of the lived experience of  
tertiary students with ME/CFS has changed.    
 
Habermas (2003, pp.105-6) has described this change thus:  
Of course, common sense, being full of illusions about the world, needs to be 
informed, without reservation, by the sciences.  The scientific theories which 
intrude upon the lifeworld, however, do not essentially touch on the framework 
of our everyday knowledge, which is linked to self-understanding of speakers 
and actors.  Learning something new about the world, and about ourselves as 
beings in the world, changes the content of our self-understanding.  
 
 
 
 
 
 
 
 
 
 276
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 276
.References 
 
Abberley, P. 1991, ‘The Significance of the OPCS Disability Surveys’, Social 
Work: Disabled People and Disabling Environments, M. Oliver (ed.), 
Jessica Kingsley, London. 
 
Abbot, N. & Spence, V. 2002, Unhelpful Counsel?, ME Research Group for 
Education and Support, Perth, Scotland. 
 
Access 2003, ‘Federal Politics: Senate Education Report’, Access, vol.4, no.6, 
DEAC Melbourne. 
 Also at http://www.aph.gov.au/senate/committee/eet_ette/reports/index.htm 
 
Acheson, (E.) D. Sir, 1959 (1992), ‘The clinical syndrome variously called Benign 
Myalgic Encephalomyelitis, Iceland Disease and Epidemic 
Neuromyasthenia’, American Journal of Medicine, vol.26, pp.569-595.  
Republished in The Clinical and Scientific Basis of Myalgic 
Encephalomyelitis/Chronic Fatigue Syndrome, B. Hyde,  
J. Goldstein & P. Levine (eds.), The Nightingale Foundation, Ottawa.  
 
Action for ME 1998, ME in Children: A One Day Conference for Education 
Professionals, 18 November.  
http://www.jafc.demon.co.uk/yaonline/docs/londconf.htm (Last accessed 3 
February, 1999.) 
 
Adelman, D., Jenkins, D. & Kemmis, S. 1976, ‘Rethinking case study: Notes from 
the Second Cambridge Conference’, Cambridge Journal of Education, 
vol.6, no.3, pp.139-50.  
 
Alasuutari, P. 1997, ‘The Discursive Construction of Personality’, The Narrative 
Study of Lives, eds. A. Lieblich & R. Josselson, vol 5, Sage, Thousand Oaks, 
California. 
 
al-Mahmood, R., McLean, P., Powell, E. & Ryan, J. 1998, Towards Success in 
Tertiary Study with Ongoing Medical Conditions, University of Melbourne, 
Carlton. 
 
Alston, P. & Brennan, G. (eds.)  1991, The UN Children's Convention and 
Australia, Human Rights and Equal Opportunity Commission, ANU Centre 
for International and Public Law, Australian Council of Social Service, 
Canberra. 
 
Anderson, J. & Ferrans, C. 1997, ‘The Quality of Life of Persons with Chronic 
Fatigue Syndrome’, The Journal of Nervous and Mental Disease, vol.185, 
no.6, pp.349-367. 
 
 277
ANTA 1997, Developing Standards under the Disability Discrimination Act for 
Student Services in Vocational Education and Training, Australian National 
Training Authority, Student Services Committee Secretariat, Adelaide. 
 
ANU 1994, Guidelines for Working Effectively with Students with Learning 
Disabilities, Australian National University, Canberra. 
 http://anu.edu/disabilities/learndif.html (Last accessed 22 June, 2003.) 
 
ANU n.d.a, ‘Chronic illness and university’, The Regional Disability Liaison 
Information Series, No. 10, Australian National University, Canberra. 
 http://anu.edu/disabilities/altass.html (Lasted accessed 3 February, 2001.) 
http://deakin.edu.au/extern/rdlu/appsl.html (Last accessed 12 February, 
2000.) 
 
ANU n.d.b, ‘Learning disability and university’, The Regional Disability Liaison 
Information Series, No. 11, Australian National University, Canberra. 
 http://anu.edu/disabilities/altass.html (Last accessed 3 Feb., 2001.) 
http://deakin.edu.au/extern/rdlu/appsl.html (Last accessed 12 February, 
2000.) 
 
Arzomand, M. 1998, ‘Chronic fatigue syndrome among school children and their 
special educational needs’, Journal of Chronic Fatigue Syndrome, vol.4, 
no.3, pp.59-69. 
 
Asbring, P. & Narvanen, L. 2002, ‘Women’s Experiences of Stigma in Relation to 
Chronic Fatigue Syndrome and Fibromyalgia’, Qualitative Health Research, 
vol.12, no.1, pp.148-160. 
 
Atkinson, H. 1985, Women and Fatigue: Effective solutions to a very real problem, 
Macmillan, London. 
 
Australian Law Reform Commission 1997, Children in the legal process: Overview 
of Report 84, Commonwealth of Australia, Canberra. 
 
AYME 1998, Notes on Dr. David Bell’s talk on 25 August, given at the invitation 
of AYME, Association for Youth with ME, London. 
http://www.chsresearch.org./cfs/research/treatment/5.htm (Last accessed 3 
Feb. 2001.) 
 
Barnes, C. 1992, ‘Qualitative Research: valuable or irrelevant?’, Disability, 
Handicap & Society, vol.7, no.2, pp.415-124. 
 
Barnes, C. 1996, ‘The Social model of Disability: Myths and Misconceptions’, 
‘Coalition’, Greater Manchester Coalition of Disabled People’s 
Journal, August, pp.27-33. 
 
 278
Barone, T. 1992, ‘Beyond Theory and Method: A Case of Critical Storytelling’, 
Theory into Practice, vol.31, no.2, pp.142-6. 
 
Bartley, R. 1997, ‘Editorial: The Actively Sick’, The Wall Street Journal, 26 
August, Dow Jones, New York.  
 
Bartley, R. 1998, ‘Editorial: Chronic Disability Payments’, The Wall Street Journal, 
23 December, Dow Jones, New York. 
 
Baskett, S. 2000, ‘OK, but it’s a bugger of an ad’, Herald Sun, Melbourne,  
20 June, 2000, p.13. 
 
Bastien, C. 1992, ‘Patterns of Neuropsychological Abnormalities and Cognitive 
Impairment in Adults and Children’, The Clinical and Scientific Basis of 
Myalgic Encephalomyelitis/Chronic Fatigue Syndrome, B. Hyde,  
J. Goldstein & P. Levine (eds.), The Nightingale Foundation, Ottawa.  
 
Beasley, L 1995, ‘Possible Areas of Difficulty for Tertiary Students with Chronic 
Fatigue Syndrome’, On a Wing and a Chair: expressions and impressions of 
students with a disability, C Stokes (ed.), University of Canberra Student 
Association, Canberra.   
 
Beasley, L. 2002, Chronic Fatigue Syndrome and Secondary Students, ME/CFS 
Society of South Australia Inc., Adelaide. 
 
Beattie, M. 1995, Constructing Professional Knowledge in Teaching: A Narrative 
of Change and Development, Teachers College, New York. 
 
Behan, P. 1995, ‘M.E.’, paper presented to health professionals at Coventry & 
Warwickshire Post-graduate Centre, U.K. 23 November. 
http://dialspace.dial.pipex.com/town/square/ad173 docs/  (Accessed 28 
November, 1998.) 
 
Bell, D. 1991, The Disease of a Thousand Names, Pollard, Lyndonville, New York. 
 
Bell, D. 1992, ‘Children with Myalgic Encephalomyelitis/Chronic Fatigue-Immune 
Dysfunction Syndrome: Overview and Review of the Literature’, The 
Clinical and Scientific Basis of Myalgic Encephalomyelitis/Chronic Fatigue 
Syndrome, B. Hyde, J. Goldstein & P. Levine (eds.), The Nightingale 
Foundation, Ottawa. 
 
Bell, D. 1995, The Doctor’s Guide to Chronic Fatigue Syndrome: Understanding, 
Treating, and Living With CFIDS, Addison-Wesley, Reading, 
Massachusetts. 
 
 
 279
Bell, I., Szarek, M., Dicenso, D., Baldwin, C., Schwartz, G. & Bootzin, R. 1999, 
‘Patterns of waking EEG spectral power in chemically intolerant individuals 
during repeated chemical exposures’,  International  Journal of 
Neuroscience, vol. 97, nos.1-2, pp.41-59.  
 
Ben-Ari, A. 1995, ‘It’s the Telling That Makes the Difference’, Interpreting 
Experience: The Narrative Study of Lives, R. Josselson & A Lieblich (eds.), 
Sage, Thousand Oaks, California. 
 
Bennett, A. 1991, ‘Discourse of Power, the dialectic of understanding, the power of 
literacy’, Rewriting Literacy Culture and the Discourse of the Other, C. 
Mitchell & K. Weilek (eds.), Bergin & Garvey, New York.  
 
Berger, R. 1992, ‘Chronic Fatigue Syndrome and women, can therapy help? Letter’, 
Social Work, vol.37, no.5, p.477-478. 
 
Bernstein, J. 1995, Recovering Ethical Life: Jurgen Habermas and the future of 
Critical Theory, Routledge, London. 
 
Bernstein, R. (ed), 1985, ‘Introduction’, Habermas and Modernity, Polity Press, 
Cambridge, UK. 
 
Berrill, J. 1999,  Superannuation and Insurance Guide for People with Chronic 
Fatigue Syndrome, Maurice Blackburn & Co., Melbourne. 
 
Boazman, S. 1999, ‘Inside aphasia’ Disability Discourse, M. Corker & S. French 
(eds.), Open University, Buckingham, UK. 
 
Bogdan, R. & Biklen, S. 1982, Qualitative Research for Education: An Introduction 
to Theory and Methods, Allyn & Unwin, Boston, Massachusetts. 
 
Bogin, M. 1982, The Path to Pain Control, Houghton Mifflin, Boston, 
Massachusetts. 
 
Brichacek, A. 2001, ‘Uncharted Territory’, Pharmaceutical Executive, October, 
Pharmaportal. http://www.pharmaportal.com   (Accessed 2 November, 
2001.) 
 
Brink, P. 1989, ‘Exploratory Designs’ Advanced Design in Nursing Research, P. 
Brink & M. Wood (eds.), Sage, London. 
 
Bromley, H. 1992, ‘Culture, Power and Educational Computing’, Understanding 
the New Information Technologies in Education, C. Bigum & B. Green 
(eds.), Deakin University, Geelong. 
 
 280
Broom, D. 1989, ‘Masculine Medicine, Feminine Illness: Gender and Health’, 
Sociology of Health and Illness: Australian Readings, G. Lupton & J. 
Najman (eds.), Macmillan, South Melbourne. 
 
Brotherston, N. 2001, Adolescence and Myalgic Encephalomyelitis/Chronic 
Fatigue Syndrome: Journeys with the Dragon, Haworth Medical, New 
York. 
 
Bruno, R. 2002, The Polio Paradox: Uncovering the hidden history of Polio to 
understand and treat ‘Post-Polio Syndrome’ and Chronic Fatigue, Warner, 
New York. 
 
Bruno, R., Creange, S. & Frick, N. 1998, ‘Parallels between Post-Polio Fatigue and 
Chronic Fatigue Syndrome: A Common Pathophysiology?’, American 
Journal of Medicine, vol.105, no.3A, pp.66-73. 
 
Burns, R. 1997, Introduction to Research Methods, Longman, Melbourne.  
 
Burton, C. 1985, Subordination: Feminism and Social Theory, Allen & Unwin, St. 
Leonards, NSW. 
 
Calkins, H. & Rowe, P. 1998, ‘Relationship between chronic fatigue syndrome and 
neurally mediated hypotension’, Infectious Diseases in Clinical Practice, 
vol.7, no.7.  
 
Campbell, D. 1970, ‘Factors Relevant to the Validity of Experiments in Social 
Settings’, Sociological Methods: A Sourcebook, N. Denzin (ed.), 
Butterworths, London. 
 
Carr, W. & Kemmis, S. 1986, Becoming Critical: Education, Knowledge and 
Action Research, Deakin, Geelong. 
 
Carruthers, B., Jain, A., De Meirleir, K., Peterson, D., Klimas, N., Lerner, A., 
Bested, A., Flor-Henry, P., Joshi, P., Powles, A., Sherkey, J. & van de 
Sande, M. 2003, ‘Myalgic Encephalomyelitis/Chronic Fatigue Syndrome: 
Clinical Working Case Definition, Diagnostic and Treatment Protocols’,  
Journal of Chronic Fatigue Syndrome, K. De Meirleir & N. McGregor 
(eds.), Haworth, New York.vol.11, no.1, pp. 7-115. 
 
Carter, K. 1993, ‘The Place of Story in the Study of Teaching and Teacher 
Education’, Educational Researcher, vol.22, no.1, pp.5-12. 
 
Casey, K. 1995, ‘The New Narrative Research in Education’, Review of Research in 
Education, M. Apple (ed.), vol.21, pp.211-253. 
 
 281
Central Queensland University 1997, Examination Committee for Students with 
Disability, University Policy Manual, n.pub., Bundaberg, Gladstone, 
Mackay, Rockhampton, Queensland. 
 http://www.cqu/edu.au/ppmanual/committees/examstuddisability.htm  
   (Last accessed 11 May, 2003.) 
 
Charmaz, K. 1997, Seeing ‘Invisible’ Illness, paper presented at Interdisciplinary 
Workshop, Emory University, Atlanta, Georgia, 1 November, 1997. 
 
Cherryholmes, C. 1988, ‘Construct Validity and the Discourse of Research’, 
American Journal of Education, vol.96, no.3, pp.421-457. 
 
Cherryholmes, C. 1993, ‘Reading Research’, Journal of Curriculum Studies, vol.25, 
no.1, pp.1-32.   
 
Christensen, C. 1996, ‘Disabled, handicapped or disordered: “What’s in a name”?’, 
Disability and the Dilemmas of Education and Justice, C. Christensen & F. 
Rizvi, (eds.), Open University, Buckingham, UK. 
 
Clarke, J. 1999, ‘Chronic fatigue syndrome: Gender differences in the search for 
legitimacy’, Australian and New Zealand Journal of Mental Health Nursing, 
vol.8, pp.123-133. 
 
Clarke, J. 2000, ‘The Search for Legitimacy and the “Expertization” of the Lay 
Person: The Case of Chronic Fatigue Syndrome’, Social Work in Health 
Care, vol.30, no.3, pp.73-93. 
 
Colby, J. 1996, ME - The New Plague, From First and Best in Education Ltd, 
Peterborough, UK. 
 
Colby, J. 1997, ‘Action for ME: Children’s Charter’, MJC Online, Young Action 
Online. http://www.youngactiononline.com/docs/charter.htm  (Last accessed  
22 June, 2003.) 
 
Colby, J. 1999a, ‘Ten points on organizing care for children with ME’, The CFIDS 
Chronicle, September/October, p.17-18. 
  
Colby, J. 1999b, Zoe’s Win, Dome Vision, Fyfield, Essex, UK.  
 
Colby, J.  n.d.  ‘Guidelines for Schools (3rd edit.)’, Action for M.E. and Chronic 
Fatigue. National ME Support Centre, Harold Wood Hospital, UK. 
 
Colby, J., Franklin, A., Macintyre, A., Michell, L., Moss, J., Siner, J. & Speight, N. 
1999, Childhood ME,  
http://www.youngactiononline.com/docs/chldhdme.htm (Last accessed 22 
June, 2003.) 
 282
Colby, J. & Jacobs, G. 1997, ‘ME and Learning: Problems and Solutions’, MJC 
Online,  
 http://www.youngactiononline.com/docs /melearn.htm (Last accessed 22 
June, 2003.) 
 
Cole, A. & Knowles, J. 1995, ‘Extending Boundaries: Narratives on Exchange’, 
Interpreting Experience: The Narrative Study of Lives, vol.3, R. Josselson & 
A. Lieblich (eds.), Sage, Thousand Oaks, California. 
 
Coles, R. 1995,  ‘Identity and difference in the ethical positions of Adorno and 
Habermas’, The Cambridge Companion to Habermas, S. White (ed.), 
Cambridge University Press, Cambridge, UK. 
 
Colker, R. 1998, ‘Affirmative Action, Reasonable Accommodation and Capitalism: 
Irreconcilable Differences?’, Justice for People with Disabilities: Legal and 
Institutional Issues, M. Hauritz, C. Sampford & S. Blencowe, (eds.), 
Federation Press, Leichhardt, NSW. 
 
Collison, D. 1989, Why Do I Feel So Awful?, Angus and Robertson, Pymble, NSW. 
 
Connole, H. 1993, ‘The Research Enterprise’, Research Methodologies in 
Education Study Guide: Issues and Methods in Research, H. Connole, B. 
Smith and R.Wiseman, (eds.), Underdale Distance Education Centre, Univ. 
of South Australia, Adelaide. 
 
Cooley, M. 1992, ‘Human-Centred Education’, Understanding the New Information 
Technologies in Education - A Resource for Teachers, C. Bigum & W. 
Green (eds.), Deakin University, Geelong. 
 
Coorey, M. 1998, ‘Chronic Absence’, Schools To-day, The Australian, 17 August, 
p.17. 
 
Corker, M. 1993, ‘Integration and deaf people: the policy and power of enabling 
environments’, Disabling Barriers - Enabling Environments, J. Swain, V. 
Finkelstein, S. French & M. Oliver (eds), Sage, London  
 
Cortazzi, M. 1993, Narrative Analysis, Falmer, London. 
 
Couper J., 2000, ‘Chronic fatigue syndrome and Australian psychiatry: lessons 
from the UK experience’, Australian New Zealand Journal of 
Psychiatry, vol.34, no.5, pp.762-9.  
 
Crotty, M. 1998, The Foundations of Social Research: Meaning and perspective in 
the research process, Allen & Unwin, St.Leonards, NSW. 
 
 283
Crumpler, D. 1994, ‘Schools and Chemicals’, Chemical Crisis: One Woman’s 
Story, Scribe, Newham, Vic. 
 
Cuhna, B. 2002, ‘Chronic Fatigue Syndrome’, Instant access to the minds of 
medicine, eMedicine.com, Inc., 
http://www.emedicine.com/MED/topic3392.htm  (Last accessed 12 
December, 2002.) 
 
Cullen, R. & Brown, N. 1993, Educational Opportunities for Students with 
Disabilities and Impairments: Future Directions, Directorate of School 
Education, Victoria 
 
Davis, L. 1998, ‘Rights Replacing Needs: A New Resolution on the Distributive 
Dilemma for People with Disabilities in Australia?’, Justice for People with 
Disabilities: Legal and Institutional Issues, M. Hauritz, C. Sampford & S. 
Blencowe, (eds.), Federation, Leichhardt, NSW. 
 
Dawes, B. & Downing, D. 1989, Why M.E.?, Grafton, London. 
 
DDA 1992, Disability Discrimination Act 1992, Division 2, AGPS, Canberra. 
Also at http://www.austlii.edu.au/legis/cth/num_act/dda1992264/.html (Last 
accessed 22 June, 2003.) 
 
De Becker, P., Nijs, J., McGregor, N. & De Meirleir, K. 2002, ‘Usefulness of the 
Fukuda and Holmes Definition in the Diagnosis of CFS’, The Medical 
Practitioners' Challenge: Proceedings of the Third Sydney International 
Clinical and Scientific Meeting 2001, Alison Hunter Memorial Foundation 
Bowral, NSW. 
 
Delbridge, A., Bernard, J., Blair, D., Butler, S., Peters, P. & Yallop, C. (eds.) 1998, 
The Macquarie Dictionary, 3rd edit., The Macquarie Library, Sydney. 
 
De Luca, J. 2000, ‘Neurocognitive Impairment in CFS’, The CFS Research Review, 
vol.1, no.3. 
 
De Luca, J., Johnson, S., Ellis, S. & Natelson, B. 1997, ‘Cognitive functioning is 
impaired in patients with chronic fatigue syndrome devoid of psychiatric 
disease’, Journal of Neurology Neurosurgery and Psychiatry; vol.62, 
pp.151-55.  
 
De Luca, J.,  Johnson, S. & Natelson, B. 1993, ‘Information processing efficiency 
in chronic fatigue syndrome and multiple sclerosis’, Archives of Neurology, 
vol.50, no.3, pp.301-4.  
 
 
 284
Demitrack, M. 1996, ‘Psychopharmocological Principles in the Treatment of 
Chronic Fatigue Syndrome’, Chronic Fatigue Syndrome: An Integrative 
Approach to Evaluation and Treatment, M. Demitrack, & S. Abbey (eds.), 
The Guildford Press, New York. 
 
Demitrack, M. & Abbey, S. (eds.), 1996, Chronic Fatigue Syndrome: An 
Integrative Approach to Evaluation and Treatment, The Guildford Press, 
New York. 
 
Disability Discrimination Act 1992, Disability Discrimination Act 1992, Division 2, 
AGPS, Canberra, 
http://www.austlii.edu.au/legis/cth/num_act/dda1992264/html (Accessed 
1997-2003.) 
 
Donnay, A. n.d, Overlapping Disorders: Chronic Fatigue Syndrome, Fibromyalgia 
Syndrome, Multiple Chemical Sensitivity & Gulf War Syndrome,   
http://dialspace.dial.pipex.com/town/square/ad173/docs/me0089.txt   
(Last accessed 3 March 2002.) 
 
Donnay, A. & Ziem, G. 1999a, ‘Prevalence and Overlap of Chronic Fatigue 
Syndrome Among 100 New Patients with Multiple Chemical Sensitivity 
Syndrome’, Journal of Chronic Fatigue Syndrome vol.5, no.3/4. 
 
Donnay, A. & Ziem, G. 1999b, ‘Prevalence and Overlap of Chronic Fatigue 
Syndrome and Fibromyalgia Syndrome among 100 Patients with Multiple 
Chemical Sensitivity’, Chronic Fatigue Syndrome: Advances in 
Epidemiologic, Clinical, and Basic Science Research, R. Patarca-Montero, 
(ed.), Haworth Medical, New York. 
 
Donohoe, M. 1994, ‘Altered Neurological Function following Chemical Exposure’, 
Proceedings of ACTA Conference ‘Toxic Chemicals and Human 
Consequences’, Australian Chemical Trauma Alliance Inc., Nullamanna, 
NSW. 
 
Dowsett, E. n.d. ‘Brain Problems in ME/CFS: Is There a Simple Explanation?’, 
Young Action Online,  
 http://www.youngactiononline.com/docs/brain.htm (Last accessed 22 June, 
2001.) 
 
Dowsett, E. 1997, ‘Britain and the USA Fail to Agree Guidelines on ME/CFS for 
Physicians’, MJC Online,  
  http://www.youngactiononline.com/docs//batufta (Last accessed 22 June, 
1998.) 
 
 285
Dowsett, E. & Colby, J. 1997, ‘Long-term sickness absence due to ME/CFS in UK 
schools: an epidemiological study with medical and educational 
implications’, Journal of Chronic Fatigue Syndrome, vol.3, no.2, pp. 29-42. 
 
Dryzek, J. 1995, ‘Critical theory as a research program’, The Cambridge 
Companion to Habermas, S. White (ed.), Cambridge University Press, 
Cambridge, UK. 
 
Dutton, D. 1992, ‘Depression/Somatization Explanations for the Chronic Fatigue 
Syndrome : A Critical Review,’ The Clinical and Scientific Basis of Myalgic 
Encephalomyelitis (Chronic Fatigue Syndrome), B. Hyde, J. Goldstein & P. 
Levine (eds.), The Nightingale Foundation, Ottawa. 
 
Dwyer, J. 1993, The Body at War: The story of our immune system, 2nd edit., Allen 
& Unwin, St. Leonards, NSW. 
 
Edelstein, W. & Nunner-Winkler, G. 1990, ‘From the Introduction to the German 
Edition’, The Moral Domain: Essays on the Ongoing Discussion between 
Philosophy and the Social Sciences, T. Wren (ed.), MIT Press, Cambridge, 
Massachusetts. 
 
Edwards, B. 2002, Deep Insider Research, paper presented at Higher Degree by 
Research Summer School, Faculty of Education, Deakin University, 
Geelong. 
 
Elbourne, L-A. 2001, Just a Lazy Teenager, National Youth Round Table, 
Australia. 
 
Fay, B., 1987, Critical Social Science: Liberation and its Limits, Cornell 
University, Ithaca, New York. 
 
Fennell, P. 1995, ‘Four Progressive Stages of the CFS Experience: A Coping Tool 
for Patients’, Proceedings of Clinical Conference American Association of 
Chronic Fatigue Syndrome’, N. Klimas & R. Patarca (eds.), Haworth 
Medical, New York. 
 
Ferguson, N. (ed.), 1997, Virtual History: Alternatives and Counterfactuals, 
Picador, London. 
 
Field, P. & Morse, J. 1985, Nursing Research: The application of qualitative 
approaches, Croom Helm, Beckenham, UK. 
 
Figueroa, P. 2000, ‘Researching education and racialization: virtue or validity?’, 
Situated Ethics in Educational Research, H. Simons & S. Usher (eds.), 
Routledge/Falmer, London. 
 
 286
Finkelstein, V. 1991, ‘Disability: An Administrative Challenge? (The Health and 
Welfare Heritage)’, Social Work: Disabled People and Disabling 
Environments, M. Oliver (ed.), Jessica Kingsley, London. 
 
Finkelstein, V. 1993, ‘The commonality of disability’, Disabling Barriers - 
Enabling Environments,  J. Swain, V. Finkelstein, S. French & M. Oliver 
(eds.), Sage, London. 
 
Fitzgerald, M. & Paterson, K. 1995, ‘The Hidden Disability Dilemma for the 
Preservation of Self’, Journal of Occupational Science, vol. 2, no.1, pp.13-
21. 
 
Flynn, C. 1997, Disability Discrimination in Schools: students and parents speak 
out, National Children’s & Youth Law Centre, Sydney. 
 
Foskert, N. 2000, ‘Dancing with the devil: ethics and research in educational 
markets’, Situated Ethics in Educational Research, H. Simons & S. Usher, 
(eds.), Routledge/Falmer, London. 
 
Fox, B. 1999, ‘Writing as self-help for persons with CFIDS’, The CFIDS Chronicle, 
September/October, pp. 29-31. 
 
Freire, P. 1972, Pedagogy of the Oppressed, Penguin, Harmondsworth. 
 
Frank, A. 1995, The Wounded Storyteller: Body, Illness, and Ethics, University of 
Chicago Press, Chicago & London.  
 
French, S. 1996a, ‘The attitudes of health professionals towards disabled people’, 
Beyond Disability: Towards an Enabling Society, G. Hales (ed.), Sage, 
London. 
 
French, S. 1996b, ‘Simulation exercises in disability awareness training: a critique’, 
Beyond Disability: Towards an Enabling Society, G. Hales (ed.), Sage, 
London. 
 
Friedberg, F. 1999, ‘An Overview of Psychometric Assessment’, Chronic Fatigue 
Syndrome: Advances in Epidemiologic, Clinical, and Basic Science 
Research, R. Patarca-Montero, (ed.), Haworth Medical, New York. 
 
Friedberg, F. 2001, Characteristics of Long-Duration CFS, CFIDS Association of 
America. 
http://www.cfids.org./archives/2001rr/2001-rr4-article03.asp 
(Last accessed 22 June, 2003.) 
 
 287
Friedberg, F., Dechene, L., McKenzie, M. & Fontanetta, R. 2000, ‘Symptom 
patterns in long-duration chronic fatigue syndrome’, Journal of 
Psychosomatic Research, vol.48, pp.59-68. 
 
Friedberg, F. & Jason, L. 2002, ‘Selecting a Fatigue Rating Scale’, The CFS 
Review, Fall edit., CFIDS Association of America, Needham, 
Massachusetts. 
http://www.cfids.org/archives/2002rr/2002-rr4-article02.asp (Last accessed 
22 June, 2003.) 
 
Friedberg, F. & Krupp, L. 1994, ‘A comparison of cognitive behavioral treatment 
for chronic fatigue syndrome and primary depression’,  Clinical Infectious 
Diseases, vol.18, pp.S105-S110. 
 
Fukuda, K., Straus, S., Hickie, I., Sharpe, M., Dobbins, J., Komaroff, A. and the 
International Chronic Fatigue Syndrome Study Group 1994, ‘The chronic 
fatigue syndrome: A comprehensive approach to its definition and study’, 
Annals of Internal Medicine, vol.121, pp.953-959. 
 
Fulcher, G. 1989, ‘Victorian policy practices’, Disabling Policies?: A comparative 
approach to education policy and disability, Falmer, London.  
 
Furst, G. 1999, ‘Measuring Fatigue in Chronic Fatigue Syndrome: Why and How’, 
Chronic Fatigue Syndrome: Advances in Epidemiologic, Clinical, and Basic 
Science Research, R. Patarca-Montero (ed.), Haworth Medical, New York. 
 
Giddens, A. 1985, ‘Reason without Revolution? Habermas’s “Theorie des 
Kommunikativen Handelns”’, Habermas and Modernity, R. Bernstein (ed.), 
Polity Press, Cambridge, UK. 
 
Giddens, A. 1991, Modernity and Self-Identity: Self and Society in the Late Modern 
Age, Stanford U.P., Stanford, USA. 
 
Gitlin, A. & Myers, B. 1993, ‘Beth’s Story: The Search for the Mother/Teacher’, 
Naming Silenced Lives: Personal Narratives and Processes of Educational 
Change, D. McLaughlin & W. Tierney (eds.), Routledge, New York. 
 
Gitlin, A., Siegel, M & Boru, K. 1989, ‘The Politics of Method: from leftist 
ethnography to educative method’, Qualitative Studies in Education, vol.2, 
no.3, pp.237-253. 
 
Gleeson, B.1999, Geographies of Disability, Routledge, London. 
 
Goffman, E. 1963, Stigma: Notes on the Management of Spoiled Identity, Prentice-
Hall, Engelwood Cliffs, New Jersey.  
 
 288
Goldstein, J. 1992, ‘Chronic Fatigue Syndrome: Limbic Encephalopathy in a 
Dysfunctional Neuroimmune Network’, The Clinical and Scientific Basis of 
Myalgic Encephalomyelitis/Chronic Fatigue Syndrome, B. Hyde, J. 
Goldstein & P. Levine (eds.), The Nightingale Foundation, Ottawa. 
 
Goldstein, J. 1993, Chronic Fatigue Syndrome: The Limbic Hypothesis, Haworth, 
New York. 
 
Goldstein, J. 1996, Betrayal by the Brain: The Neurologic Basis of Chronic Fatigue 
Syndrome, Fibromyalgia Syndrome, and Related Neural Network Disorders, 
Haworth, New York. 
 
Goodley, D. 1996, ‘Tales of Hidden Lives: A critical examination of Life History 
Research with people who have learning difficulties’, Disability and Society, 
vol.11, no.3.  
 
Goodson, I. and Walker, R. 1995, ‘Telling Tales’,  Narrative In Teaching, Learning 
and Research, H. McEwan & K. Egan (eds.), Teachers College, New York.  
 
Gordon, R., Michalewski, H., Nguyen, T. & Starr, A. 1999, ‘Premovement and 
Cognitive Brain Potentials in Chronic Fatigue Syndrome’, Chronic Fatigue 
Syndrome: Advances in Epidemiologic, Clinical, and Basic Science 
Research, R. Patarca-Montero (ed.), Haworth Medical, New York. 
 
Gordon, R., Starr, A. & Michalewski, H. 1999, ‘Cognitive Brain Potentials in 
Chronic Fatigue Syndrome’, Chronic Fatigue Syndrome: Advances in 
Epidemiologic, Clinical, and Basic Science Research, R. Patarca-Montero 
(ed.), Haworth Medical, New York. 
 
Gough, N. 1996, ‘Narrative and Educational Inquiry’, Horizons, images and 
experiences: the research story collection, J. Mousley, N. Gough, M. 
Robson & D. Colquhoun (eds.), Deakin University, Geelong. 
 
Gough, N. 1998, ‘Reflections and Diffractions: Functions of Fiction in Curriculum 
Inquiry’, Curriculum: Toward New Identities, W. Pinar (ed.), Garland 
Publishing, New York. 
 
Grace, C. 2002, ‘Cognitive Dysfunction in CFS’, A Consensus Manual for the 
Primary Care and Management of Chronic Fatigue Syndrome, J. John & J. 
Oleske (eds.), The Academy of Medicine of New Jersey, Lawrenceville, 
New Jersey. 
 
Grace, G., Nielson, W., Hopkins, M. & Berg, M. 1999, ‘Concentration and Memory 
Deficits in Patients with Fibromyalgia Syndrome’, Journal of Clinical and 
Experimental Neuropsychology, vol.21, pp.447-487. 
 
 289
Graham, R. 1991, Reading and Writing the Self: Autobiography in Education and 
the Curriculum, Teachers College, New York. 
 
Graham, R. 1995, ‘Stories of Teaching as Tragedy and Romance: When Experience 
Becomes Text’, Narrative in Teaching, Learning, and Research, H. 
McEwan & K. Egan (eds.), Teachers College, New York & London.  
 
Grbich, C. (ed.) 1996, ‘Theoretical perspectives in health sociology’, Health in 
Australia: Sociological Concepts and Issues, Prentice Hall, Sydney,  
pp.16-34. 
. 
Green, J., Romei, J. & Natelson, B. 1999, ‘Stigma and Chronic Fatigue Syndrome’, 
Journal of Chronic Fatigue Syndrome, vol.5, no.2, pp.63-75. 
 
Grisart, J., Van der Linden, M. & Masquelier E. 2002, ‘Controlled processes 
and automaticity in memory functioning in fibromyalgia patients: 
relation with emotional distress and hypervigilance,’ Journal of Clinical 
Experimental Neuropsychology, vol.24, no.8, pp.994-1009. 
 
Grumet, M. 1981, ‘Restitution and reconstruction of educational experience: an 
autobiographical method for curriculum theory’, Rethinking Curriculum 
Studies, M. Lawn & L. Barton (eds.), Croom Helm, London. 
 
Grumet, M. 1991, ‘The politics of personal knowledge’, Stories lives tell: Narrative 
and Dialogue in Education, C. Witherell & N. Noddings (eds.),  Teachers 
College, New York. 
 
Gudmunsdottir, S. 1995, ‘The Narrative Nature of Pedagogical Content 
Knowledge’, Narrative In Teaching, Learning and Research, H. McEwan & 
K. Egan (eds.), Teachers College, New York. 
 
Habermas, J. 1972, Knowledge and Human Interests, Heinemann, London. 
 
Habermas, J. 1974, Theory and Practice, Heinemann, London. 
 
Habermas, J. 1983, Philosophical-Political Profiles, trans. F.G. Lawrence, 
Heinemann, London. 
 
Habermas, J. 1984, The Theory of Communicative Action, vol.1, Reason and the 
Rationalization of Society, trans. T. McCarthy, Heinemann, London. 
 
Habermas, J. 1990, ‘Justice and Solidarity: On the Discussion Concerning Stage 6’, 
The Moral Domain: Essays on the Ongoing Discussion between Philosophy 
and the Social Sciences, T. Wren (ed.), MIT Press, Cambridge, 
Massachusetts. 
 
 290
Habermas, J. 1991, Moral Consciousness and Communicative Action, trans. C. 
Lenhardt & S. Nicholsen,  MIT Press, Cambridge, Massachusetts. 
 
Habermas, J. 1993, Justification and Application: Remarks on Discourse Ethics, 
trans. C. Cronin, Polity, Cambridge, UK. 
 
Habermas, J. 1994, The Philosophical Discourse of Modernity, trans. F. Lawrence, 
Polity, Cambridge, UK. 
 
Habermas, J. 1998, On the Pragmatics of Communication, M. Cooke (ed.), MIT 
Press, Cambridge, Massachusetts. 
 
Habermas, J. 2000, The Habermas Reader, W. Outhwaite (ed.), Polity, Cambridge, 
UK. 
 
Habermas, J. 2001, On the Pragmatics of Social Interaction, MIT Press, 
Cambridge, Massachusetts. 
 
Habermas, J. 2003, The Future of Human Nature, Polity, Cambridge, UK. 
 
Hanson, M. 1998, ‘Your Say - The PWC Debate: The “Person” in PWC’, Emerge, 
ME/CFS Society of Victoria Inc., Melbourne,  
Spring p.4. 
 
Haralambos, M. & Holborn, M. 1990, Sociology: themes and perspectives, 3rd edit., 
Unwin Hyman, London. 
 
Hargreaves, A. 1996, ‘Revisiting voice’, Educational Researcher, vol.25, no.1, 
pp.12-19. 
 
Haug, F. (ed.), 1987, Female Sexualization: A Collective Work of Memory, trans. E. 
Carter, Verso, London. 
 
HECS 2000, HECS: Your Questions Answered 2001, Department of Employment, 
Education, Training and Youth Affairs DEETYA Commonwealth of 
Australia No. 6081 HENG 98A, AGPS, Canberra. 
 
Hekman, S. 1983, Weber, the Ideal Type, and Contemporary Social Theory, 
University of Notre Dame Press, Notre Dame, Indiana. 
 
Heron, J. 1981, ‘Philosophical basis for a new paradigm’, Human Inquiry: A 
Sourcebook of New Paradigm Research, P. Reason & J. Rowan (eds.), John 
Wiley & Sons, Chichester, UK. 
 
 
 291
Hickie, I. 1992, ‘The Psychiatric Status of Patients with the Chronic Fatigue 
Syndrome,’ The Clinical and Scientific Basis of Myalgic Encephalomyelitis/ 
Chronic Fatigue Syndrome, B. Hyde, J. Goldstein & P. Levine (eds.), The 
Nightingale Foundation, Ottawa. 
 
Hickie, I. 2000, ‘Opening Eyes to Chronic Fatigue,’ Australian Doctor, 11 August. 
 
Hickie, I., Davenport, C. & Andrews, G. 2002, ‘Neurasthenia: prevalence, disability 
and health care characteristics in the Australian community.’ British Journal 
of Psychiatry, vol.181, pp.56-61. 
 
Hickie, I., Hadzi-Pavlovic, D. &  Ricci, C. 1997, ‘Reviving the diagnosis of 
neurasthenia’, Psychological Medicine, vol.27, pp.989-94. 
 
Hickie, I. & Parker, G. 1990, Correspondence, British Journal of Psychiatry, vol. 
157, pp.449-450, Appendix 4. 
 
Hillier, S. 1987, ‘Rationalism, bureaucracy, and the organization of the health 
services: Max Weber’s contribution to understanding modern health care 
systems’, Sociological Theory and Medical Sociology, G. Scambler (ed.), 
Tavistock Publications, London. 
 
Hirschi, T. & Selvin, H. 1970, ‘False Criteria of Causality in Delinquency 
Research’ Sociological Methods: A Sourcebook, N Denzin (ed.), 
Butterworths, London. 
 
Holloway, G. 2001, The Life Matters CFS Interview, ABC Radio National, 21 
January, 2001. 
http://www.abc.net.au/rn/talks/lm/stories/s125970.htm (Last accessed 22 
June, 2003.) 
  
Holloway, G & Pinikahana, J. 1999, The Limits of Medicine and the Social 
Consequences for Sufferers of Chronic Fatigue Syndrome, May 1999, 
Institute for Behavioural Research in Health, Curtin University. 
 
Holmes, G., Kaplan, J., Gantz, N., Komaroff, A., Schonberger, L., Straus, S., Jones, 
J., Dubois, R., Cunningham-Rundles, C., Pahwa, S., Tosato, G., Zegans, L., 
Purtilo, D., Brown, N., Schooley, R. & Brus, I. 1988, ‘The CDC Definition : 
Chronic Fatigue Syndrome: A Working Case Definition’,  Annals  Internal 
Medicine, vol.108, no.3, pp.387-389. 
 
Honigmann, J. 1982, ‘Sampling in Ethnographic Fieldwork’, Field Research: a 
Sourcebook and Field Manual, R. Burgess, (ed.), Unwin Hyman, London. 
 
 292
Honneth,A. 1995 ‘The other of justice: Habermas and the ethical challenge of 
postmodernism’, The Cambridge Companion to Habermas, S. White (ed.), 
Cambridge University Press, New York. 
 
 Hooper, M. 2003, Engaging with Myalgic Encephalomyelitis (ME): Towards 
Understanding, Diagnosis and Treatment, Hooper, University of 
Sunderland, Sunderland, UK. 
 
Huberman, M. 1995, ‘Working with Life-History Narratives’,  Narrative in 
Teaching, Learning and Research, H. McEwan & K. Egan (eds.),Teachers 
College, New York, London. 
 
Hyde, B. 1992a, ‘The Definitions of M.E./CFS, A Review’, The Clinical and 
Scientific Basis of Myalgic Encephalomyelitis (Chronic Fatigue Syndrome), 
B. Hyde, J. Goldstein & P. Levine (eds.), The Nightingale Foundation, 
Ottawa. 
 
Hyde, B. 1992b, ‘“The 1934 Los Angeles County Hospital Epidemic” Review of 
A.G. Gilliam “Epidemiological Study of an Epidemic, Diagnoses as 
Poliomyelitis, Occurring Among the Personnel of the Los Angeles County 
General Hospital, During the Summer of 1934, Public Health Bulletin No. 
240”’, The Clinical and Scientific Basis of Myalgic Encephalomyelitis 
/Chronic Fatigue Syndrome, B. Hyde, J. Goldstein & P. Levine (eds), The 
Nightingale Foundation, Ottawa. 
 
Hyde, B. 1992c, ‘A Bibliography of M.E./CFS Epidemics’, The Clinical and 
Scientific Basis of Myalgic Encephalomyelitis/Chronic Fatigue Syndrome, 
B. Hyde, J. Goldstein & P. Levine (eds.), The Nightingale Foundation, 
Ottawa. 
 
Hyde, B. 1992d, ‘Myalgic Encephalomyelitis (Chronic Fatigue Syndrome): An 
Historical Perspective,’ The Clinical and Scientific Basis of Myalgic 
Encephalomyelitis/Chronic Fatigue Syndrome, B. Hyde, J. Goldstein & P. 
Levine (eds.), The Nightingale Foundation, Ottawa. 
 
Hyde, B. 1992e, ‘Unravelling the Enigma’ The Clinical and Scientific Basis of 
Myalgic Encephalomyelitis/Chronic Fatigue Syndrome, B. Hyde, J. 
Goldstein & P. Levine (eds.), The Nightingale Foundation, Ottawa. 
 
Hyde, B., Bastien, S. & Jain, A. 1992, ‘General Information Post-Infectious, Acute 
Onset M.E./CFS’,  The Clinical and Scientific Basis of Myalgic 
Encephalomyelitis/Chronic Fatigue Syndrome, B. Hyde, J. Goldstein & P. 
Levine (eds.), The Nightingale Foundation, Ottawa. 
 
 
 293
Hyde, B. & Jain, A. 1992a, ‘Clinical Observations of Central Nervous System 
Dysfunction in Post-Infectious, Acute Onset M.E./CFS,’ The Clinical and 
Scientific Basis of Myalgic Encephalomyelitis/Chronic Fatigue Syndrome, 
B. Hyde, J. Goldstein & P. Levine (eds.),  The Nightingale Foundation, 
Ottawa. 
 
Hyde, B. & Jain, A. 1992b, ‘M.E./CFS: The Physical Signs of Disease,’ The 
Clinical and Scientific Basis of Myalgic Encephalomyelitis/Chronic Fatigue 
Syndrome, B. Hyde, J. Goldstein & P. Levine (eds.), The Nightingale 
Foundation, Ottawa. 
 
Hyden, L. 1997, ‘Illness and Narrative’, Sociology of Health and Illness, vol.19, 
no.1, pp.48-69. 
 
Hymes, D. 1996, Ethnography, Linguistics, Narrative Inequality: Toward an 
Understanding of Voice, Taylor & Francis, London. 
 
Isaacs, D. 1996, ‘Myalgic Encephalomyelitis/Chronic Fatigue Syndrome 
(ME/CFS)’, Physical as Anything, ME/Chronic Fatigue Syndrome Society 
of NSW Inc., Zetland, NSW. 
 
Jacob, G., Atkinson, D., Jordan, J., Shannon, J., Furlan, R., Black, B. & Robertson, 
D. 1999, ‘Effects of standing on cerebrovascular resistance in patients with 
idiopathic orthostatic intolerance’, American Journal of Medicine, vol.106, 
no.1 pp.59-64. 
 
Jahne, M. 1998, Living with Chronic Fatigue Syndrome: The Bitter and the Sweet, 
Wordweavers, Greensborough, Vic. 
 
James, J. 1977, ‘Ethnography and Social Problems in Street Ethnography’,  Street 
Ethnography: Selected Studies of Crime and Drug Use in Natural Settings, 
R. Weppner (ed.), Sage, Beverly Hills, California. 
 
Jason, L. 1999, ‘Evaluating Attributions for an Illness based upon the Name: 
Chronic Fatigue Syndrome, Myalgic Encephalopathy and Florence 
Nightingale Disease’, Chronic Fatigue Immune Dysfunction Syndrome 
(CFIDS) Chronicle, July/August. 
 
Jason, L., Fennell, P Klein, S., Fricano, J. & Halpert, J. 1999, ‘An Investigation of 
the Different Phases of the CFS Illness’, Journal of Chronic Fatigue 
Syndrome, vol.5, no.3/4.  
 
 
 
 
 294
Jason, L., King, C., Richman, J., Taylor, R., Torres, R., Song, S. 1999, ‘U.S. Case 
Definition  of Chronic Fatigue Syndrome: Diagnostic and Theoretical 
Issues’, Chronic Fatigue Syndrome: Advances in Epidemiologic, Clinical, 
and Basic Science Research, R. Patarca-Montero (ed.), Haworth Medical, 
New York. 
 
Jason, L., Richman, J., Friedberg, F., Wagner, L. 1997, ‘Politics, Science, and the 
Emergence of a New Disease: The Case of Chronic Fatigue Syndrome’, 
American Psychologist, vol.52, no.9, pp.973-983. 
  http://www.cais.net/cfs-news/jason.htm (Last accessed 12 Dec.1999.) 
 
Jason, L, Richman, J., Rademaker, A., Jordan, K. et al. 1999, ‘Community-Based 
Study of Chronic Fatigue Syndrome’, Archives of Internal Medicine, 
vol.159, pp.2129-2137. 
 
Jason, L., Taylor, R. & Richman, J. 2002, ‘The Role of Science and Advocacy 
Regarding a Chronic Health Condition : The Case of Chronic Fatigue 
Syndrome,’ The Social Psychology of Politics, V. Ottati, R. Tindale, J. 
Edwards, F. Bryant, L Health, D. O’Connell & Y. Suarez-Posavac (eds.), 
Kluwer Academic/Plenum, New York. 
 
Jason, L., Taylor, R., Stepanek, Z. & Plioplys, S. 2001, ‘Attitudes Regarding 
Chronic Fatigue Syndrome: The Importance of a Name’, Journal of Health 
Psychology, vol.06, no.01. 
 
Jason, L., Witter, E. & Torres-Harding, S. 2003, ‘Chronic fatigue syndrome, 
coping, optimism and social support’, Journal of Mental Health, vol.12, 
no.2, pp.109-118. Also at 
http://taylorandfrancis.metapress.com/link.asp?id=3cv1b2p7gnnn3lc0 
 
Johnson, H. 1996, Osler’s Web: Inside the Labyrinth of the Chronic Fatigue 
Syndrome Epidemic, Crown Publishers, New York 
 
Jones, M. & Basser Marks L. 1998, ‘The Limitations on the use of Law to Promote 
Rights: An Assessment of the Disability Discrimination Act 1992 (Cth.)’, 
Justice for People with Disabilities: Legal and Institutional Issues, M. 
Hauritz, C. Sampford & S. Blencowe, (eds.), Federation, Leichhardt, NSW. 
 
Jordan, M. & Rodgers, N. n.d., Alternative Assessment for Students with 
Disabilities, Griffith University, Brisbane. 
 http://www.anu.edu.au/disabilities/altass.html#19 (Last accessed 22 June, 
2003.) 
 
Josselson, R. 1995, ‘Imagining the Real: Empathy, Narrative, and the Dialogic 
Self’, Interpreting Experience: The Narrative Study of Lives, vol.3, R. 
Josselson & A. Lieblich (eds.), Sage, Thousand Oaks, California. 
 295
Josselson, R. & Lieblich, A. (eds.) 1995, Interpreting Experience: The Narrative 
Study of Lives, vol.3, Sage, Thousand Oaks, California. 
 
Kellehear, A. 1993a, The Unobtrusive Researcher: A guide to methods. Allen & 
Unwin, St. Leonards, NSW. 
 
Kellehear, A. 1993b, ‘Rethinking the Survey’, Health Research in practice: 
Political, Ethical and Methodological Issues, D. Colquhoun & A. Kellehear, 
(eds.), Chapman & Hall, London. 
 
Kemmis, S. 1988, ‘Action Research’, Educational Research, Methodology, and 
Measurement: An International Handbook, J. Keeves (ed.), Pergamon, 
Oxford. 
 
Kemmis, S. 1998, ‘Critical approaches to educational research’, Research 
Methodologies in Education Study Guide, Deakin University, Geelong. 
 
Kemmis, S. & McTaggart, R. (eds.), 1988, The action research planner (3rd edit.) 
Deakin, Geelong. 
 
Kemmis, S. & McTaggart, R. 1993, ‘Critical curriculum research’, Australian 
Curriculum Reform: Action and Reaction, D. Smith (ed.), Australian 
Curriculum Studies Association, Canberra, pp 125-42. 
 
Kennedy, R., Suter, W. & Clowers, R. 1997, Research by Electronic Mail, paper 
presented to the Annual Meeting of the Mid-South Educational Research 
Association, Memphis, 12-14 November. 
 
Kenny, T. 1994, Living with Chronic Fatigue Syndrome: A Personal Story of the 
Struggle for Recovery, Thunder’s Mouth Press, New York. 
 
Kindlon, V. & Kindlon, T. n.d., Irish ME/CFS Support Group Report, Irish 
ME/CFS Support Group, Dublin. 
 
King, C. Jason, L., Frankenberry, E. & Jordan, K. 1997, ‘Think inside the 
envelope’, CFIDS Chronicle, Fall, pp.10-14. 
 
King, M. 1999, ‘Medical Diagnosis, Suicide and Chronic Fatigue Syndrome’, 
Proceedings of the Second Sydney International Clinical and Scientific 
Meeting, Alison Hunter Memorial Foundation, Newcastle, Australia. 
 
Klimas, N. & Wallace, M. 2000, ‘Experts Discuss Diagnosis and Treatment’, The 
CFS Research Review, The CFIDS Association of America, vol.1, no.3. 
 
 
 296
Klockars, C. 1977, ‘Field Ethics for the Life History’, Street Ethnography: Selected 
Studies of Crime and Drug Use in Natural Settings, R. Weppner (ed ), Sage, 
Beverly Hills, California.  
 
Komaroff, A. 2000, ‘The biology of chronic fatigue syndrome’ The American 
Journal of Medicine, vol.108, no.2, pp.169-171.  
Also at http://www.sciencedirect.com/science/journal/00029343 (Last 
accessed 22 June, 2003.) 
 
Komaroff, A. & Buchwald, D. 1998, ‘Chronic Fatigue: An Update’, Annual Review 
Medicine, vol. 49, pp.1-13 
Also at http://biomedical.AnnualReviews.org/cgl/content/full/8/49/1 
(Last accessed 2 February,1999.) 
 
Lamarque, P. 1990 ‘Narrative and Invention: The Limits of Fictionality’, Narrative 
in Culture: The Uses of Storytelling in the Sciences, Philosophy, and 
Literature, C. Nash (ed.), Routledge, London. 
 
Lane, R. 1992, ‘Neurological Features of Myalgic Encephalomyelitis’, The Clinical 
and Scientific Basis of Myalgic Encephalomyelitis (Chronic Fatigue 
Syndrome), B. Hyde, J. Goldstein & P. Levine (eds.), The Nightingale 
Foundation, Ottawa. 
 
Lather, P. 1991, ‘Staying Dumb?  Student Resistance to Liberatory Curriculum’, 
Feminist Research in Education: within/against, Deakin University Press, 
Geelong, pp.83-112. 
  
Lather, P. 1992, ‘Critical Frames in Educational Research: Feminist and Post-
structural Perspectives’, Theory into Practice, vol.31, no.2, pp.87-99.  
 
Lather, P. 1993, ‘Fertile Obsession: Validity after poststructuralism’, The 
Sociological Quarterly, vol.34, no.4, pp.673-693. 
 
Lavrich, C., Herd, J., Jason, L., Kahn, D., Kenney, K., Klimas, N., Lapp, C, Levine, 
S & Lawrence, A. 2003, Draft Recommendations of the Name Change 
Workgroup to be presented to the DHHS Chronic Fatigue Syndrome 
Advisory Committee, January 2003, USA. 
 
Lawrence, A. 2000, Inclusive practices For Students with Disabilities: a guide for 
academic staff, University Disabilities Cooperative project (NSW). 
 
Lawrence, E. 1999, ‘Sufferers go crook at poster’, Sunday Mail, Brisbane, 14 
November.  
 
Laws, J. 1995, ‘Syndrome for the sensitive’,  Sydney Morning Herald, 24 July. 
 
 297
Leach, B. 1996, ‘Disabled people and the equal opportunities movement’, Beyond 
Disability: Towards an Enabling Society, G. Hales (ed.), Sage, London. 
 
Le Compte, M. 1993, ‘A Framework of Hearing Silence: What Does Telling Stories 
Mean When We Are Supposed to Be Doing Science?’, Naming Silenced 
Lives: Personal Narratives and Process of Educational Change, D. 
McLaughlin & W. Tierney (eds.), Routledge, New York. 
 
Le Compte, M. & Schensul, J. 1999, Analyzing & Interpreting Ethnographic Data, 
AltaMira, Walnut Creek, California. 
 
Lieblich, A., Tuval-Mashiach, R. & Zilber, T. 1998, Narrative Research: Reading, 
Analysis, and Interpretation, Applied Social Research Methods Series, vol. 
47, Sage, Thousand Oaks, California. 
 
Lincoln, Y. 1993, ‘I and Thou: Method, Voice, and Roles in Research with the 
Silenced’, Naming Silenced Lives: Personal Narratives and Process of 
Educational Change, D. McLaughlin & W. Tierney (eds.), Routledge, New 
York. 
 
Little, C. 1990, A Guide to Allergy and related disorders, Vaba, North Carlton, 
Victoria. 
 
Locker, D. 1983, Disability and Disadvantage: The consequences of chronic 
illness, Tavistock, London. 
 
Lockhart, A. (ed) 1993, Reasonable Accommodations: Strategies for Teaching 
University Students with Disabilities : for Macquarie University, University 
of New South Wales, University of Sydney and University of Technology. 
Also at   http://www.anu.edu.au/secretary/disabilities/reaacc.html  (Last 
accessed 22 June, 1999.) 
 
Lowith, K. 1960, Max Weber and Karl Marx, Allen & Unwin, London. 
 
Lukes, S. 1983, ‘Of Gods and Demons: Habermas and Practical Reason’, Habermas 
Critical Debates, eds. J. Thompson & D. Held, Macmillan, London. 
 
Macauley, P. 2002, The Modern Practice of Doctoral Education: From Pedagogy to 
Andragogy, paper presented at the Higher Degree by Research Summer 
School, Faculty of Education, Deakin University, 1-3 March, 2002.  
 
McCue P, Scholey A, Herman C, Wesnes, K. 2002, Validation of a telephone 
cognitive assessment test battery for use in chronic fatigue syndrome’  
Journal of Telemedicine and Telecare, vol.8, no.6, pp.337-343.  
   
 298
MacDonald, B. & Sanger, J. 1982, ‘Just for the Record? Notes towards a theory of 
interviewing in evaluation’, Evaluation Studies Review Annual, vol.7, E.  
House (ed.), Sage, London.   
 
MacDonald, B. & Walker, R. 1975, ‘Case study and the social philosophy of 
educational research’, Cambridge Journal of Education, vol.5, no.1,  
pp.2-10.  
 
McDonald, E., Cope, H. & David, A. 1993, ‘Cognitive impairment in patients with 
chronic fatigue syndrome: a preliminary study’, Journal of Neurology 
Neurosurgery and Psychiatry, vol.56, pp.812-815.  
 
McGregor, N., Niblett, S., Clifton-Bligh, P., Dunstan, R., Fulcher, G., Hoskin, L., 
Butt, H., Roberts, T., King, K. & Klineberg, I.  2000, ‘The Biochemistry of 
Chronic Pain and Fatigue’, Journal of Chronic Fatigue Syndrome, vol.7, 
no.1.  
 
Macintyre, A. 1989, M.E.: How to Live with it: Post-Viral Fatigue Syndrome, 
Thorsons, London. 
 
Macintyre, A. 1992, M.E.: How to Live with it: Post-Viral Fatigue Syndrome, (2nd 
edit), Thorsons, London. 
 
Mackarness, R. 1976, Not all in the mind, Pan Books, London. 
 
Mackarness, R. 1980, Chemical Victims, Pan, London. 
 
McKenzie, M., Dechene, L., Friedberg, F. & Fontanetta, R. 1995, ‘Coping Reports 
of Patients with Long-term Chronic Fatigue Syndrome’, Clinical 
Management of Chronic Fatigue Syndrome: Clinical Conference American 
Medical Association of Chronic Fatigue Syndrome, N. Klimas & R. Patarca 
(eds.), Haworth Medical, New York. 
 
McLaren, P. 1995 ‘Collision with Otherness: “Travelling” Theory, Postcolonial 
Criticism, and the Politics of Ethnographic Practice - The Mission of the 
Wounded Ethnographer’, Critical Theory and Educational Research, P. 
McLaren & J. Giarelli (eds.),  State University of  New York, Albany, USA. 
 
McTaggart, R. 1991, Action Research: A short modern history, Deakin, Geelong. 
 
McTaggart, R., 1993a, ‘Action Research: Issues in Theory and Practice’, Annual 
Review of Health Social Sciences, vol.3, pp.19-45. 
 
McTaggart, R. 1993b, ‘Dilemmas in cross-cultural action research’, Health 
research in practice: Political, ethical and methodological issues, D. 
Colquhoun & A. Kellehear, (eds.), Chapman & Hall, London. 
 299
McTaggart, R. 1996, ‘Appraising reports of enquiry’, Social Science Methodology 
for Educational Inquiry: A Conceptual Overview, D. Caulley, H. More & J. 
Orton (eds.), Beijing Teachers College Press, Beijing. 
 
Madden, R. & Hogan, T. 1997, The definition of disability in Australia: moving 
towards national consistency, Australian Institute of Health and Welfare, 
Canberra. 
 
Mar, Countess of, 2002, United Kingdom, House of Lords, Debates, 16 April, 
2002. 
http://www.publications.parliament.uk/pa/ld199900/ldhansrd/pdvn/lds02
/text/20416 19htm#2041619unstar0  (Accessed 23 April, 2002.) 
 
Marcel, B., Komaroff, A., Fagioli, L., Kornish, R. & Albert, M. 1996, ‘Cognitive 
deficits in patients with chronic fatigue syndrome’, Biological Psychiatry, 
vol.40, no.6, pp.535-41. 
 
Marshall, E., Williams, M. & Hooper M. 2001, What is ME?  What is CFS?  
Information for Clinicians and Lawyers,  ME Research (UK), British 
Library Science Reference & Information Services, Wetherby, UK. 
 
Marshall, G. 1999, ‘Report of a workshop on the epidemiology, natural history, and 
pathogenesis of chronic fatigue syndrome in adolescents’, The Journal of 
Pediatrics, vol.134, no.4, pp.395-405. 
 
Marshall, P., Forstot, M., Callies, A., Peterson, P. &  Schenck, C. 1997, ‘Cognitive 
slowing and working memory difficulties in chronic fatigue syndrome.’ 
Psychosomatic Medicine, vol.59, no.1, pp 58-66.  
 
Mathers, T., Vos, T. & Stevenson, C. 1999, Burden of Disease and Injury in 
Australia, Australian Institute of Health and Welfare, Canberra.  
            Also at  http://www.aihw.gov.au/publications/health/bdia.html  (Accessed 
29 Jan. 2000.) 
 
Mayne, M. 1987, A Year Lost and Found, Darton, Longman & Todd, London. 
 
ME Association 1992, Guidelines for the Education of Young People with 
ME/PVFS (Myalgic Encephalomyelitis/Post Viral Fatigue Syndrome) 
Education at School, Thornton & Pearson, Bradford, UK. 
 
ME/CFS Society of NSW Inc. n.d., Chronic Fatigue Syndrome and School 
Education Guidelines for Students,  ME/CFS Society of NSW Inc., Zetland, 
NSW. 
 
 
 300
ME/CFS Society of South Australia Inc. 2001, The lived experience of ME-chronic 
fatigue syndrome … human rights and equity issues facing tertiary students 
with ME-CFS, Dorothy Morris – 18 February 2001, (Video), Sandbark Pty. 
Ltd. Video Production, Adelaide. 
 
ME/CFS Victoria, n.d., Chronic Fatigue Syndrome: A parent’s view, ME/CFS 
Society of Victoria Inc., Burwood, Victoria. 
 
Meekosha, H. 2001, ‘In/different health: rethinking gender, disability and health,’  
Politics, Action and Renewal: Proceedings of the 4th Australian Women’s 
Health Conference Proceedings, 19-21 February, H. Keleher, G. Gray, D. 
Jones, G. Wilson (eds.), Australian Women’s Health Network, 
Strathfieldsaye, Victoria. pp.357-366.   
 
Meekosha, H. & Jakubowicz, A. 1996, ‘Disability, participation, representation and 
social justice’, Disability and the Dilemmas of Education and Justice, C. 
Christensen & F. Rizvi, Open University, Buckingham. 
 
MERGE 2002, Unhelpful Counsel? Merge’s response to the Chief Medical 
Officer’s Working Group report on CFS/ME, April 2002, ME Research 
Group for Education and Support, Perth, Scotland. 
 
Merriam, S. 1988, Case Study Research in Education: A qualitative approach, 
Jossey-Bass Inc., California. 
 
Michiels, V. & Cluydts, R 2001, ‘Neuropsychological functioning in chronic 
fatigue syndrome: a review’, ACTA Psychiatrica Scandinavica,vol.103, 
no.2, pp.84-93. 
 
Michiels, V., Cluydts, R., Fischler, B., Hoffmann, G., LeBon, O. & De Meirleir, K. 
1996, ‘Cognitive functioning in patients with chronic fatigue syndrome’, 
Journal of Clinical Experimental Neuropsychology, vol.18, no.5, pp. 666-
77. 
  
Michiels, V., Cluydts, R. & Fischler, B. 1998, ‘Attention and verbal learning in 
patients with chronic fatigue syndrome’, Journal of Int. Neuropsychology 
Society, vol.4, no.5, pp. 456-66.  
 
Michiels, V., de Gucht, V., Cluydts, R. & Fischler, B. 1999, ‘Attention and 
Information Processing Efficiency in Patients with Chronic Fatigue 
Syndrome’, Journal of Clinical and Experimental Neuropsychology, vol.21, 
no.5, pp. 709-729.  
 
Miles, M. & Huberman, A. 1984, Qualitative Data Analysis: A Sourcebook of New 
Methods, Sage, Beverly Hills, California. 
 
 301
Millen, N. 1997a, Strategies for ‘normalising’ a spoiled identity, paper presented to 
Conference of the Chronic Illness Alliance, Melbourne, April 1997.  
 
Millen, N. 1997b, Chronic Illness and Stigma: Counter-strategies for ‘normalising’ 
a spoiled identity, paper presented at 2nd Asia-Pacific Regional Conference 
of Sociology, Kuala Lumpur, Malaysia, September, 1997. 
 
Millen, N. 2002, ‘A sociological gaze on ME/CFS: a modern malady in need of 
humane medicine’, The Medical Practitioners' Challenge: Proceedings of 
the Third Sydney International Clinical and Scientific Meeting 2001, Alison 
Hunter Memorial Foundation, Bowral, NSW. 
 
Millen, N. & Peterson, C 1995, Chronic Fatigue Syndrome: A problem of 
Legitimation, paper presented at The Australian Sociological Conference, 
University of Newcastle, December, 1995. 
 
Millen, N., Peterson, C., & Walker, C. 1999, Chronic Fatigue Syndrome: The 
Consumer Experience of Anomaly, paper presented at The Australian 
Sociological Association National Conference, Monash University, 7-10 
December, 1999. 
 
Millen, N., Peterson, C. & Woodward, R. 1998, ‘A Sociological Analysis of 
Chronic Fatigue Syndrome and the Impact on Family Support Structures’, 
Health and Social Policy International Journal of Sociology and Social 
Policy, vol.18, no.7/8, pp.127-147. 
 
Millen, N. & Walker, C. 2001, ‘Overcoming the Stigma of Chronic Illness: 
Strategies for Normalisation of a “Spoiled Identity”’, Health Sociology 
Review, vol.10, no.2, pp.89-97. 
 
Minichiello, V., Aroni, R., Timewell, E., & Alexander, I. 1990, In-depth 
interviewing: Researching People, Cheshire, Melbourne. 
 
Molesworth, S. 2003, ‘President’s Column’, Emerge, vol.22, no.2, pp.3-4. 
 
Moore, M., Beazley, S. & Maelzer, J. 1998, Researching Disability Issues, Open 
University, Buckingham, UK. 
 
Moran, C. & Hawisher, G. 1997, ‘The rhetorics and languages of electronic mail’, 
Page to Screen: Taking literacy into the electronic era, I. Snyder (ed.), 
Allen & Unwin, St. Leonards, NSW. 
 
Morris, D. 2000, ‘Submission to the Draft Disability Standards for Education from 
the Perspective of ME/CFS,’ Draft Disability Standards for Education, 
November 2000. 
 http://www.ozemail.com.au/~ddasp/Submissions.htm 
 302
Morris, D. 2001a ‘Research into ME/CFS and tertiary education’ Politics, Action & 
Renewal: Proceedings of the 4th Australian Women’s Health Conference 
Proceedings, 19-21 February, H. Keleher, G. Gray, D. Jones, G. Wilson 
(eds.), Australian Women’s Health Network, Strathfieldsaye, Victoria, pp 
246-254. 
 
Morris, D. 2001b, ‘Electronic Mail: Breaking Down Access Barriers in Chronic 
Illness Research’, Health Communication and Information Technology: The 
Electronic Journal of Communication/La Revue Electronic de 
Communication, G. Kreps, (ed), vol.11, Nos.3-4.  
 http://www.cios.org/www/ejc/v11n3.htm 
 
Morris, D. 2001c, Report on the findings of ‘The Lived Experiences of tertiary 
students with ME/CFS. 
 Part 1: Introduction to research into ‘The Lived Experiences of Tertiary 
Students with ME/CFS; 
   Part 2: Standards for education practice in Australia; 
 Part 3: A brief review of related disability literature; 
 Part 4: The symptomatology of ME/CFS. 
   Papers presented and distributed to the South Australian Youth with ME 
(SAYME), ME/CFS Society of South Australia, Inc., Fullarton Community 
Centre (Adelaide), February 2001.   http://www.sayme.org.au (Last accessed 
26 June 2003). 
 
Morris, D. 2001d, ‘Analysis from the Perspective of Education of the Chronic 
Fatigue Syndrome Guidelines (Revised Draft 2001),’ Royal Australasian 
College of Physicians, Sydney, NSW, 30 July, 2001.   
   Also at   http://AHMF.org.g-morris.html 
 
Morris, D. 2002a, ‘Education, Equity and Cognitive Dysfunction Dilemmas’, The 
Medical Practitioners' Challenge: Proceedings of the Third Sydney 
International Clinical and Scientific Meeting 2001, Alison Hunter Memorial 
Foundation, Bowral, NSW, pp.135-142.   
 Abstract at http://AHMF.org  
 
Morris, D. 2002b, ‘Submission to the Senate Employment, Workplace Relations 
and Education Reference Committee of Inquiry into the Education of 
Students with Disabilities on the Education of Students with the Chronic 
Illness Disability of Myalgic Encephalomyelitis/Chronic Fatigue Syndrome 
(ME/CFS),’ Inquiry into the Education of Students with Disabilities, Senate 
Employment, Workplace Relations and Education Reference Committee, 
May 2002. 
 http://www.aph.gov.au/Senate/committe/EET  
 http://www.aph.gov.au/Senate/committe/EET_CTTE/ed_students_disabilitie
s/index.htm 
 
 303
Morris, D. in press, ‘What does Academic Assessment Assess?  The Case of 
ME/CFS’, Tertiary, Teaching and Learning: Dealing with Diversity, G. 
Shaw (ed.), NTU Press and the Centre for Teaching and Learning in Diverse 
Educational Contexts, Darwin, NT. 
 
Moss, J. 1995, Somebody Help ME: A self-help guide for young sufferers from 
Myalgic Encephalomyelitis, and their families, Sunbow Books, Milton 
Keynes, UK. 
 
Mousley, J. & Kortman, W. 1998, ‘Interpretive Research’, Research Methodologies 
in Education Study Guide, Deakin University, Geelong. 
 
Mulrow, C., Ramirez, G., Cornell & Allsup, 2001, Defining and Managing Chronic 
Fatigue Syndrome, Evidence Report/Technology Assessment, no.42, U.S. 
Department of Health and Human Services, AHRQ Publication, Rockville, 
Maryland. 
 
Mungovan, A. & England, H. 1998, Bridging the Gap: Understanding the issues 
and needs of students and staff with Myalgic Encephalomyelitis / Chronic 
Fatigue Syndrome (ME/CFS) within Tertiary Education: A NSW Regional 
Disability Liaison Officer Initiative, Sydney, NSW. 
 
Munhall, P. 1989, ‘Qualitative Designs’,  Advanced Design in nursing Research, P. 
Brink & M. Wood (eds.), Sage, London. 
 
Murphy, L. & Mitchell, D. 1998, ‘When writing helps to heal: e-mail as therapy’, 
British Journal of Guidance & Counselling, vol.26, no.1. pp 21-32. 
 
Napolitano, S. 1996, ‘Mobility Impairment’, Beyond Disability: Towards an 
Enabling Society, G. Hales (ed.), Sage, London. 
 
National CFIDS Foundation 1997, Guidelines for Schools: Understanding and 
Accommodating CFIDS/FMS: Chronic Fatigue and Immune Dysfunction 
Syndrome and Fibromyalgia Syndrome, National CFIDS Foundation Inc., 
Needham, Massachusetts. 
 
NBEET 1994, National Board of Employment, Education and Training, Guidelines 
for Disability Services in Higher Education Commissioned Report no.29, 
National Board of Employment, Education and Training Aug. 1994, AGPS, 
Canberra. 
 
Nelson, B. 1996, ‘Call to Take ME Seriously’, North Shore Times, 19 April,  
Sydney, NSW. 
 
 304
Newell, C. 1994, The social construction of the wheelchair and cochlear implant: A 
study of the definition and regulation of disability. PhD.Thesis, Deakin 
University, Geelong. 
 
Nisbet, R. 1970, The Sociological Tradition, Heinnemann, London. 
 
Oberin, R. 1998, Attending school with CFIDS/FMS  
http://www.tertius.net.au/cfidsfind/school.html  (Accessed 3 March 1999). 
 
O’Brien, C. 1996, Chronic Fatigue Busters: What to do when your doctor gives up, 
Millennium Books, Alexandria, NSW. 
 
O’Connor, B., Watson, R., Power, D. & Hartley, J. 1998, Students with Disabilities: 
Code of Practice for Australian Tertiary Institutions, Commonwealth of 
Australia, QUT., Brisbane. 
 Also at http://www.qut.edu.au/pubs/disabilities/national_code/code.html   
(Last accessed 22 June, 2003.) 
 
Oliver, M. 1990, The Politics of Disablement: A Sociological Approach, St. 
Martin’s, New York. 
 
Oliver, M. 1992, ‘Changing the social relations of research production?’, Disability, 
Handicap & Society, vol.7 no.2, pp.101-114. 
 
Oliver, M. 1993, ‘Re-defining disability: a challenge to research’, Disabling 
Barriers - Enabling Environments,  J. Swain, V. Finkelstein, S. French & M. 
Oliver (eds.), Sage, London. 
 
Orne, M. 1970, ‘On the Social Psychology of the Psychological Experiment: With 
Particular Reference to Demand Characteristics and Their Implications’, 
Sociological Methods: A Sourcebook, N. Denzin (ed.), Butterworths, 
London. 
 
Outhwaite, W. 1994, Habermas: A Critical Introduction, Polity Press, Cambridge, 
UK. 
 
Ozdowski, S. 2002, ‘Disability discrimination legislation: history, achievements 
and prospects’, Access: The national disability issues journal, June/July 
DEAC, Melbourne. 
 
PDHRE. n.d., The Human Rights of Differently-Abled Persons, The Peoples 
Movement for Human Rights Education (PDHRE), New York. 
http://www.pdhre.org/rights/disable.html (Accessed 4 Jan 2002). 
 
Pearce, J. 1999, member for the Fitzroy, in Queensland, Legislative Assembly, 
Debates, 17 August, 1999.  
 305
Peckerman, A., Chemitiganti, R., Zhao, C., Dahl, K., Natelson,B., Zuckier, L., 
Ghesani, N., Wang, S., Quigley, K. &  Ahmed, S. 2003,  Left Ventricular 
Function in Chronic Fatigue Syndrome (CFS): Data From Nuclear 
Ventriculography Studies of Response to Exercise and Postural Stress, 
Paper presented at American Physiological Society conference, 
‘Experimental Biology 2003’,  April 11-15, San Diego Convention Center, 
San Diego, California. 
 
Peterson, C., Millen, N. & Woodward, R. 1999, ‘Chronic Fatigue Syndrome: A 
Problem of Legitimation’, Australian Journal of Primary Health- 
Interchange, vol.5, no.2. 
 
Phillips, N. 2002, ‘The Place of Psychiatry in the CFS Debate – Prejudice, Power, 
and Pitfalls’, The Medical Practitioners' Challenge: Proceedings of the 
Third Sydney International Clinical and Scientific Meeting 2001,  Alison 
Hunter Memorial Foundation, Bowral, NSW.   
 
Pleby, D. 2000, Management and Treatment of M.E., Positive Health, n.p. 
 
Polkinghorne, D. 1988, Narrative knowing and the human sciences, State 
University of New York Press, Albany. 
 
Polkinghorne, D. 1995, ‘Narrative configuration in qualitative analysis’, Qualitative 
Studies in Education, vol.8, no.1, pp.5-23. 
 
Powell, R., Dolan, R. & Wessely, S. 1990, ‘Attributions and self-esteem in 
depression and chronic fatigue syndrome’, Journal of Psychosomatic 
Research, vol.34, pp.665-73. 
 
Power, D. 1998, ‘Disability services in Australian universities’, Higher Education 
and Disabilities: International Approaches, A. Hurst (ed.), Ashgate, 
Aldershot, UK. 
 
Prasher, D & Findley, L. 1992, ‘Multi-Modality Sensory and Auditory Cognitive 
Event-related Potentials in Myalgic Encephalomyelitis and Multiple 
Sclerosis,’ The Clinical and Scientific Basis of Myalgic Encephalomyelitis 
/Chronic Fatigue Syndrome, B. Hyde, J. Goldstein & P. Levine (eds.), The 
Nightingale Foundation, Ottawa. 
 
Preston, M. 2000, Cognitive Dysfunction in CFS/FM: Testing and Treatment, 
lecture and video tape, 29 April 2000. 
   http://www.siberimaging.com  (Last accessed 22 June, 2003.) 
 
Price, K. 1996, ‘A Community of Learners: Developing Students Voice through 
Personal History’, Teacher’s Voices for School Change, A. Gitlin, K. 
Bringhurst (eds.), Routledge, London. 
 306
Price, R. 1993, ‘If you really knew me: an exploration or therapeutic concerns in 
collaborating with the ‘damaged’ self’, Therapeutic Conversations, S. 
Gilligan & R. Price (eds.), W W Norton, New York  
 
Pusey, M. 1987, Jurgen Habermas, Ellis Horwood, Chichester, UK. 
 
Quantz, R. 1992 ‘On Critical Ethnography’, The Handbook of Qualitative Research 
in Education, M. Le Compte, W. Millroy & J. Preissle (eds.), Academic 
Press Inc., San Diego, California. 
 
RACP 2002, Chronic Fatigue Syndrome Clinical Practice Guidelines - 2002, 
Health Policy Unit, Royal Australasian College of Physicians, Sydney, The 
Medical Journal of Australia, Vol. 176, Supplement. 
 
Ragg, M. 1999, ‘Growing Pain’, The Australian Magazine, May 29-30, pp.23-25. 
 
Ramsay, M. 1986a, ‘Myalgic Encephalomyelitis: A Baffling Syndrome with a 
Tragic Aftermath,’ ME Association Journal, UK. 
 
Ramsay, A. 1986b, Postviral Fatigue Syndrome: The saga of Royal Free disease, 
M. Jowett (ed.), Butler and Tanner, London, UK. 
 
Ramsay, A. 1988 , Encephalomyelitis and Postviral Fatigue States: The sage of 
Royal Free Disease, Gower Medical Publishing, London. 
 
Rapp, D. 1991, Is this Your Child?, William Morrow, New York. 
 
Richardson, J. 2001, Enteroviral and Toxin Mediated Myalgic Encephalomyelitis / 
Chronic Fatigue Syndrome and Other Organ Pathologies, The Haworth 
Press Inc. New York. 
 
Richardson, J. 1992, ‘M.E., The Epidemiological and Clinical Observations of a 
Rural Practitioner,’ The Clinical and Scientific Basis of Myalgic 
Encephalomyelitis/Chronic Fatigue Syndrome, B. Hyde, J. Goldstein & P. 
Levine (eds.), The Nightingale Foundation, Ottawa. 
 
Richman, J. & Jason, L. 2001, ‘Gender biases underlying the social construction of 
illness states: The case of chronic fatigue syndrome’, Current Sociology, 
vol.49, no.3, pp.15-29. 
 
Richman, J., Jason, L., Taylor, R. & Jahn, S. 2000, ‘Feminist perspectives on the 
social construction of chronic fatigue syndrome’, Health Care Women 
International, vol.21, no.3, pp.173-85. 
 
 
 307
Ridsdale, L., Godfrey, E., Chalder, T., Seed, P., King, M., Wallace, S. & Wessely, 
S. 2001, ‘Chronic fatigue in general practice: is counselling as good as 
cognitive behaviour therapy? A UK randomised Trial’, British Journal of 
General Practice, vol.51, no.462, pp.19-24. 
 
Riessman, C. 1993, Narrative Analysis: Qualitative Research Methods, Vol. 30, 
Sage, London. 
 
Robinson, G., Sparkes, D., Roberts, T., McGregor, M. & Conway, R. 2002, 
‘Biochemical Anomalies in People with Chronic Fatigue Syndrome Who 
Have Visual Problems: Implications for Immune System Dysfunction and 
Dietary Intervention’, The Medical Practitioners' Challenge: Proceedings of 
the Third Sydney International Clinical and Scientific Meeting 2001, Alison 
Hunter Memorial Foundation, Bowral, NSW.  
 
Robottom, I. & Hart, P. 1995, ‘Viewpoint: Behaviourist Ee Research: 
Environmentalism as Individualism’, The Journal of Environmental 
Education, vol.26, no.2, pp. 5-9. 
 
Rogers, R. 1969, Max Weber’s Ideal Type Theory, Philosophical Library, New 
York. 
 
Rose, A. 1998, ‘Australian Law Reform Commission Review of the Disability 
Service Act 1986 (CTH)’, Justice for People with Disabilities: Legal and 
Institutional Issues, M. Hauritz, C. Sampford & S. Blencowe, (eds.), 
Federation, Leichhardt, NSW. 
 
Rothenberg, R. 1975, The New American Medical Dictionary and Health Manual, 
3rd edit., Signet, New York. 
 
Rowan, J. 1981, ‘A dialectical paradigm for research’, Human Inquiry: A 
Sourcebook of New Paradigm Research, P. Reason & J. Rowan (eds.), John 
Wiley & Sons, Chichester, UK. 
 
Rowe, K. n.d., Chronic Fatigue Syndrome: Helping students return to school, 
ME/CFS Syndrome Society of Queensland, Fortitude Valley, Queensland. 
 
Rowe, K. 1999, ‘Five-Year Follow-Up of Young People with Chronic Fatigue 
Syndrome Following the Double Blind Randomised Controlled Intravenous 
Gammaglobulin Trial’, Journal of Chronic Fatigue Syndrome, vol.5,  
pp.97-107. 
 
Rowe, K., Anderson, G., Fitzgerald, P., McLaughlin, M., Higgins, H. & Brewin, T. 
1993, ‘Educational Strategies for Chronically Ill Students with a special 
section on Chronic Fatigue Syndrome’, Set Research Papers for Teachers, 
no.2, NZCER & ACER, Hawthorn, Victoria. 
 308
Rowe, K. & Fitzgerald, P. 1999, ‘Educational strategies for chronically ill students: 
Chronic Fatigue Syndrome’, The Australian Educational and 
Developmental Psychologist, vol.16, pp 5-21. 
 
Royer, A. 1995, ‘Living with Chronic Illness’, Research in the Sociology of Health 
Care, vol.12, pp.25-48. 
 
Sachs, L. 2001, ‘From a lived body to a medicalized body: diagnostic 
transformation and chronic fatigue syndrome’, Medical Anthropology, 
vol.19, no.4, pp.299-317. 
 
Samways, L. 1989, The Chemical Connection, Greenhouse Publications, Elwood, 
Vic. 
 
Sapey, B. & Hewitt, N. 1991, ‘The Changing Context of Social Work Practice’, 
Social Work: Disabled People and Disabling Environments, M. Oliver (ed.),  
Jessica Kingsley, London. 
 
Scambler, G. 1987, ‘Habermas and the power of medical expertise’, Sociological 
Theory and Medical Sociology, G. Scambler, (ed.), Tavistock, London. 
 
Scambler, G 1998, ‘Medical sociology and modernity: Reflections on the public 
sphere and the roles of intellectuals and social critics’, Modernity, Medicine 
and Health: Medical sociology towards 2000, G. Scambler & P. Higgs, 
(eds.), Routledge, London. 
 
Schirmer, J. 1994, When I am weak: A Teenagers Struggle with Chronic Fatigue 
Syndrome, Openbook, Adelaide. 
 
Schondorf, R., Benoit, J., Wein, T. & Phaneuf, D. 1999, ‘Orthostatic intolerance in 
the chronic fatigue syndrome’, Journal of Autonomic Nervous System, 
vol.75, no.2-3, pp.192-201. 
 
Schratz, M. (ed.) 1992, Qualitative Voices in Educational Research, Falmer, New 
York  
 
Schratz, M & Walker, R. 1995, Research as Social Change: New opportunities for 
qualitative research, Routledge, London. 
 
Schweitzer, M. 1997, ‘CFIDS as a “Female” Disease’,  
 http://pw1.netcom/~schweit2/female.html (Accessed 5 March, 1998.) 
 
Schweitzer, M. 1998, ‘Proposal for changing the name’, Proceedings of the Bi-
Annual Research Conference of the American Association for Chronic 
Fatigue Syndrome, AACFS, Cambridge, Massachusetts. 
   http://www.cfids-me.org/aacfs/change/html (Accessed 20 November, 1998.) 
 309
Schweitzer, M. 1999, ‘Continuing Problems with CDC’, CDC Own Words, 
CFIDSME-Activist, Hockessin, DE.  
 
Scoley, A., McCue, P. & Wesnes, K. 1999, ‘A comparison of the cognitive deficits 
seen in Myalgic Encephalomyelitis to Alzheimer’s Disease’, Proceedings of 
the British Psychological Society Conference, British Psychological  
Society, UK. 
 
Seidman, S. 1994, Contested Knowledge: Social Theory in the Postmodern Era, 
Blackwell, Oxford, UK. 
 
Senate Education Report 2002, Inquiry into the Education of Students with 
Disabilities, The Senate Employment, Workplace Relations and Education 
References Committee, Parliament of Australia, Canberra. 
http://www.aph.gov.au/Senate/committe/EET_CTTE/reports/index.htm 
 
Sentas, V. & Murphy, C. 2002, ‘UTS Students with Disabilities Submission’, 
Inquiry into the Education of Students with Disabilities, The Senate 
Employment, Workplace Relations and Education References Committee, 
Parliament of Australia, Canberra. 
http://www.aph.gov.au/Senate/committe/EET_CTTE/ed_students_disabilitie
s/index.htm (Last accessed 14 September 2002.) 
 
Shakespeare, T. 1994, ‘Cultural representations of disabled people: dustbins for 
disavowal?’, Disability and Society, vol.9, no.3. 
 
Sharpe, M. 1998, ‘Cognitive Behavior Therapy for Chronic Fatigue Syndrome: 
Efficacy and Implications’   The American Journal of Medicine, vol.105, 
no.3A. 
 
Sharpe, M. Archard, L. Banatvala, J., Borysiewicz, L., Clare, A., David, A., 
Edwards, R., Hawton, K. Lambert, H., Lane, R., McDonald, E., Mowbray, 
J., Pearson, D., Peto, T., Preedy, V., Smith, A,., Smith, D., Taylor, D., 
Taylor, D., Tyrell, D., Wessely, S., White, P., Behan, P., Rose, F., Peters, 
R., Wallace, P., Warrell, D. & Wright, D. 1991, ‘A report - Chronic fatigue 
syndrome : Guidelines for research’, Journal of the Royal Society of  
Medicine, vol.84, pp.118-121. (The Oxford Definition). 
 
Shaw, J. 1998, ‘“A fair go” - the impact of the Disability Discrimination Act (1992) 
on tertiary education in Australia’, Higher Education and Disabilities: 
International Approaches, A. Hurst (ed.), Ashgate, Aldershot, UK. 
 
Shepherd, A. 1966, ‘One Body’, Stigma: The Experience of Disability, P. Hunt 
(ed.), Geoffrey Chapman, London. 
 
Shepherd, C. 1989, Living with M.E.: A self-help guide, Cedar, London. 
 310
Shepherd, C. 1992, Living with M.E.: The Chronic/Post-Viral Fatigue Syndrome, 
Cedar, London. 
 
Simons, H. & Usher, S. 2000, ‘Introduction: ethics in the practice of research,’ 
Situated Ethics in Educational Research, H. Simons & S. Usher, (eds.), 
Routledge/Falmer, London. 
 
SIT. 1999, Application for Admission and Course Outline, Sunraysia Institute of 
TAFE, Mildura, Victoria. 
 
Slee, R. 1996, ‘Disability, class and poverty: school structures and policing 
identities’, Disability and the Dilemmas of Education and Justice, C. 
Christensen & F. Rizvi, (eds.), Open University, Buckingham, UK. 
 
Smallfield, R. 1997, ‘About Me…and CFS’ Personal Info.,   
http://www.geocities.com/Athens/Parthenon/7015/cfs-ei/living/cfs-me.html 
(Accessed 3 August 1997.) 
 
Smith, L. 1978, ‘An evolving  logic of participant observation, educational 
ethnography and other case studies’, Review of Research in Education, L. 
Shulman (ed.), vol.6, ch.8,  pp.316-76, American Education Research 
Association, Washington, D.C. 
 
Smith, R. 1993, ‘Potentials for empowerment in critical educational research’, 
Australian Educational Researcher, vol.20, no.2, pp.75-93. 
 
Smyth, J., Stone, A., Hurewitz, A. & Kaell, A. 1999, ‘Effects of Writing About 
Stressful Experiences on Symptom Reduction in Patients With Asthma or 
Rheumatoid Arthritis’, Journal of American Medical Association, vol.281, 
no.14, pp.1304-1309.  
 
Sontag, S. 1991, Illness as metaphor: AIDS and its metaphors, Penguin, London.  
 
Speight, N. 1997, ‘ME in Children’, Brame - ME Today, no.6, UK. 
 
Spradley, J. 1977, ‘Foreword’, Street Ethnography, R. Weppner (ed.), Sage, 
Beverly Hills, California. 
 
Stein, E. 2002, ‘How to Differentiate CFS from Psychiatric Disorder’, The Medical 
Practitioners' Challenge: Proceedings of the Third Sydney International 
Clinical and Scientific Meeting 2001, Alison Hunter Memorial Foundation, 
Bowral, NSW. 
 
Stenhouse, L. 1978, ‘Case study and case records: Towards a contemporary history 
of education’, British Journal of educational Research, vol 4, no.2, 
 pp.21-39.  
 311
Stenhouse, L. 1981, ‘Case study in educational research and evaluation’, 
Proceedings of the Fallstudien in deer Padagogil, Bielefeld, West Germany. 
 
Stenhouse, L. 1982, ‘The problem of standards in illuminative research’, 
Perspective’s on Case Study 2: The quasi-historical approach, Deakin 
University, Geelong.   
 
Stephens, M. 1994, ‘Jurgen Habermas: The Theologian of Talk’, Los Angeles Times 
Magazine, October 23.  
 http://nyu.edu/classes/Stephens/Habermas%20page.htm (Last accessed 31 
March, 2003.) 
 
Stephenson, M. 1998, ‘CFS Children and Youth: The Human Rights Perspective’, 
Proceedings of the First Sydney International Clinical and Scientific 
Meeting, Alison Hunter Memorial Foundation, Newcastle, NSW.  
 
Stephenson, M., Hunter, C. & Leggo, A. 1999, ‘Clinical Management - Educational 
Guidelines - Understanding and Accommodating Myalgic 
Encephalopathy/Chronic Fatigue Syndrome (ME/CFS)’, Alison Hunter 
Memorial Foundation Guidelines, Alison Hunter Memorial Foundation, 
Sydney. Also at http://www.ahmf.org  (Last accessed 5 January, 2002.) 
 
Stern, N. 1992, ‘Editible Selves: Thought-Experiments with Information 
Technology’, Understanding the New information Technologies in 
Education: A Resource for Teachers, C. Bigum & B. Green (eds.), Deakin 
University, Geelong. 
 
Stewart, J., Gewitz, M., Weldon, A., Arlievsky, N., Li, K. & Munoz, J. 1998, ‘The 
nature of neurally mediated hypotension in children with chronic fatigue 
syndrome’, Pediatrics, vol.102 (Supplement).  
 
Stone, E. & Priestley, M. 1996, ‘Parasites, pawns and partners: disability research 
and the role of non-disabled researchers’, British Journal of Sociology, 
vol.21, no.4, pp. 609-716. 
 
Straus, S. (ed.) 1994, Chronic Fatigue Syndrome, Marcel Dekker, New York. 
 
Streeten, D. & Bell, D. 1998, ‘Circulating blood volume in chronic fatigue 
syndrome’, Journal of Chronic Fatigue Syndrome, vol.4, no.1, pp.3-11. 
 
Sturman, A. 1997, Australian Education Review No. 40: Social Justice in 
Education, Australian Council for Educational Research, Camberwell, 
Victoria. 
 
Sunday World 1998, ‘“Yuppie flu” a real illness’ Sunday Herald Sun, July 19, 
Melbourne. 
 312
Swain, J., Finkelstein, V., French, S. & Oliver, M. (eds.) 1993, Disabling Barriers - 
Enabling Environments, Sage, London. 
 
Sweet, M. 2002, ‘Chronic fatigue syndrome guidelines spark media row’, British 
Medical Journal, vol.324, no.7348, p.1284. 
 http://bmj,com/cgi/content/full/324/7348/1284 (Accessed 14 June, 2003.) 
 
Taft, R. 1988, ‘Ethnographic Research Methods’, Educational Research, 
Methodology, and Measurement: An International Handbook, J. Keeves 
(ed.), Pergamon, Oxford. 
 
Tao, L. 1995, What do we know about Email - An Existing and  Emerging Literacy 
Vehicle, paper presented to the Annual Meeting of the National Reading 
Conference, New Orleans, Louisiana, 29 Nov.-2 Dec. 
 
Tate, F. 2000a, ‘Farrah’s Tertiary Education Update’, SAYME Newsletter, ME/CFS 
Society (SA) Inc., Adelaide. 
 
Tate, F. 2000b, ‘A Sufferer’s Experience: Studying with CFS’, SAYME. 
http://www.sayme.org.au/ (Accessed 18 January, 2001.) 
 
Tate, F. 2000c, ‘Don’t drop out unnecessarily … just lessen the load’, SAYME 
http://www.sayme.org.au/ (Accessed 18 January, 2001.) 
 
Tate, F. 2001, ‘A Day with Dorothy Morris’, Talking Point, Journal of the ME/CFS 
Society (SA) Inc. March, Adelaide. 
http://www.sayme.org.au (Last accessed 22 June 2003.) 
 
Teach-ME Task Force, 2002,  Teach-ME: A Sourcebook for Teachers of Children 
with Myalgic Encephalomyelitis (ME)/Chronic Fatigue Syndrome (CFS) 
and/or Fibromyalgia (FMS) with a chapter by Dr. David S. Bell, 1st edit., 
National ME/FM Action Network, Nepean, Ontario. 
 
The Physical Disability Council Victoria Inc n.d., Notes that may help with 
Applications For Multi Purpose Taxi Program, The Physical Disability 
Council Victoria, Inc., Melbourne. 
             http://home.vicnet.net.au/~pdcv/transport.html (Last accessed March, 
2002.) 
 
Tones, K. 1997, ‘Health education as empowerment’ Debates and Dilemmas in 
Promoting Health: A Reader, M. Sidell, L. Jones, J. Katz & A. Peberdy, 
Open University, Basingstoke, UK. 
 
Tooley, G. 2000, The integrity of the circadian time-keeping system in chronic 
fatigue syndrome, PhD thesis, Deakin University, Geelong. 
 
 313
Tucker, B. 1994, Federal Disability Law in a Nutshell, West, St. Paul, Minnesota. 
 
UAC 1999, Educational Access Schemes 1999 Admissions, University Admissions 
Centre (NSW & ACT), Lidcombe, NSW. 
 
UMTAP 1998, University of Melbourne Targeted Access Program (TAP) 1999, and 
Application Form, University of Melbourne, Parkville. 
 
UN 1989, Declaration of the Rights of the Child, United Nations. 
http://austlii.edu.au/au/other/ahric/Primary/treaties/doc.html (Last accessed 
1 February, 2001). 
 
   UN 1975, Declaration of the Rights of Disabled Persons, United Nations. 
http://www.unhchr.ch/hyml/menu3/b/72.htm (Last accessed 1 February, 
2001.) 
 
USDHHS CFSCC  2000, Chronic Fatigue Syndrome State of the Science 
Conference Report, The U.S. Department of Health and Human Services 
Chronic Fatigue Syndrome Coordinating Committee (USDHHS CFSCC), 
Washington, DC.  
 
Vallings, R. 1999, ‘The Challenge of Chronic Illness: 1999’, CFS-News Electronic 
Newsletter No. 83, R. Burns (ed.), Washington, DC. 
http://cais.net/cfs-news/news.htm (Accessed 5 May, 1999.) 
 
Vernon, S., Unger, E., Dimulescu, I., Rajeevan, M. & Reeves, W.  2002, ‘Utility of 
the blood for gene expression profiling and biomarker discovery in chronic 
fatigue syndrome’, Disease Markers, vol.18, pp.193-199, IOS Press, n.p. 
 
Villis, S. 1998, ‘Studying with CFS/ME’, Talking Point, Journal of the ME/CFS 
Society (SA) Inc. March, Adelaide. 
 
Walker, R. 1980. ‘The conduct of educational case studies: Ethics, theory and 
procedures’, Rethinking Educational Research, W. Dockrell & D. Hamilton 
(eds.), Hodder & Stoughton, London. 
 
Ware, N. 1992, ‘Suffering and the Social Construction of Illness: The 
Delegitimation of Illness Experience in Chronic Fatigue Syndrome’, 
Medical Anthropology Quarterly, vol.6, no.4, pp.347-361. 
 
Warner, C., Heffner, R. & Cookfair, D. 1992, ‘Neuromuscular Abnormalities In 
Patients With Chronic Fatigue Syndrome’,  The Clinical and Scientific Basis 
of Myalgic Encephalomyelitis (Chronic Fatigue Syndrome), B. Hyde, J. 
Goldstein & P. Levine (eds.), The Nightingale Foundation, Ottawa. 
 
 314
Weber, M. 1949, The Methodology of the Social Sciences, trans. E. Shils and H. 
Finch, The Free Press, New York  
 
Weber, M. 1962, Basic Concepts in Sociology, trans. H. Secher, Peter Owen, 
London. 
 
Weiler, K & Middleton, S. (eds.) 1999, Telling Women’s Lives: Narrative inquiries 
in the history of women’s education, Open University, Buckingham, 
Philadelphia. 
 
Wessely, S. 1990, ‘Old wine in new bottles: Neurasthenia and “me”’, 
Psychological Medicine, vol.20, pp.35-53. 
 
Wessely, S., Hotopf, M. & Sharpe, M. 1998, Chronic Fatigue and its Syndromes, 
Oxford UP, New York. 
 
Wheeler, B. 1992, ‘Feminist and Psychological Implications of Chronic Fatigue 
Syndrome’, Feminism & Psychology, vol.2, no.2, pp.197-203, Sage, 
London. 
 
White H. 1981, ‘The Value of Narrativity in the Representation of Reality’, On 
Narrative, W. Mitchell (ed.), University of Chicago, Chicago. 
 
White, M. 1995, Re-authoring Lives: Interviews and Essays, Dulwich Centre 
Publications, Adelaide, S.A. 
 
White, M. & Epston, D. 1990, Narrative Means to Therapeutic Ends, W. W. Norton 
& Co, New York. 
 
White, S. 1995, ‘Reason, modernity, and democracy’, The Cambridge Companion 
to Habermas, S. White (ed.), Cambridge University Press, New York. 
 
Wilkinson, S. 1988, M.E. and You: A Survivor’s Guide to Post-Viral Fatigue 
Syndrome, Thorsons, Wellingborough, UK.  
 
Williams, G. 1984, ‘The genesis of chronic illness: narrative reconstruction’,  
Sociology of Health and Illness, vol.6, no.2, pp.175-200. 
 
Williams, M. 2002, Rethinking Somatization: Review, ME Research (UK), The 
British Library Science Reference & Information Services, Wetherby, UK. 
 
Williams, S. 1987, ‘Goffman, interactionism and the management of stigma in 
everyday life’, Sociological Theory and Medical Sociology, G. Scambler 
(ed.), Tavistock, London. 
 
 315
Willis, E. 1993, ‘The historical sociology of healthcare’, Health Research in 
Practice: Political, Ethical and Methodological Issues, D. Colquhoun & A. 
Kellerhear (eds.), Chapman and Hall, London. 
 
Withers, S. 1996, ‘The experience of counselling’, Beyond Disability: Towards an 
Enabling Society, G. Hales (ed.), Sage, London. 
 
Woodward, R., Broom, D. & Legge, D 1995, ‘Diagnosis in chronic illness: 
disabling or enabling - the case of chronic fatigue syndrome’, Journal of the 
Royal Society of Medicine, vol.88, pp.325-329. 
 
Woolfe, R. 1996, ‘Being a counsellor’, Beyond Disability: Towards an Enabling 
Society, G. Hales (ed.), Sage, London. 
 
Zeller, N. 1995, ‘Narrative Rationality in Educational Research’, Narrative In 
Teaching, Learning, and Research, H. McEwan & K. Egan (eds.), Teachers 
College, New York. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 316
Appendix 1 
 
Participant Profile Questionnaire 
 
1. Name (optional) . . . . . . . . . 
 
2. Name of Institution/s   . . . . . . . . 
 
3. Name of Course/s  . . . . . . . . . 
 
4. Number of Years of Course Completed (if incomplete)   . . . . 
 
Please mark with X the correct answer to the following questions:  
 
5. Are you studying part-time or full-time?                Part-time        Full time 
 
6. Are you studying on campus or off-campus or a combination of both, or in another 
format?         
 On-Campus       Off-Campus          Combination          Other 
 
7.  Did you have ME/CFS before you commenced your course?    Yes           No 
 
8.  How long have you had ME/CFS (please state in years)           Years  
 
9. If ME/CFS commenced during your studies, how long did you have to wait 
before you received a diagnosis?  Years    Months 
 
10. Does your ME/CFS diagnosis concur with the Ramsay/Fukuda Diagnostic Criteria?  
(see attached sheet)          Yes            No 
 
(I need each participant to conform to the same criteria for purposes of this research.  Please 
see separate sheet for the Definition and Criteria for ME/CFS  : Ramsay/Fukuda). 
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Definition and Criteria for ME/CFS Diagnosis: Ramsay/Fukuda. 
 
The clinical identity of the Myalgic Encephalomyelitis/ Chronic Fatigue Syndrome 
according to Ramsay/Fukuda is:  
(1) a unique form of muscle fatigability whereby, even after a minor degree of  
     physical effort, three, four or five days, or longer, elapse before full muscle  
     power is restored; 
(2) variability and fluctuation of both symptoms and physical findings in the  
      course of a day; and 
(3)  an alarming tendency to become chronic (Ramsay 1988). 
(4)  In a patient with severe fatigue that persists or relapses for 6 months (Fukuda et al. 
1994). 
Therefore classify as Myalgic Encephalomyelitis/ Chronic Fatigue Syndrome 
(ME/CFS) for this research project. 
 
Further explanation (Fukuda et al. 1994).  
Fatigue is sufficiently severe: of new or definite onset (not lifelong), not 
substantially alleviated by rest, and results in substantial reduction in previous 
levels of occupational, educational, social or personal activities; and 
 FOUR or more of the following symptoms (all of which must have started after 
the onset of the fatigue) are concurrently present for 6 months: 
 1. Impaired memory or concentration 
 2. Sore throat 
 3. Tender cervical or axillary lymph nodes 
 4. Muscle pain 
 5. Multi-joint pain 
 6. New headaches 
 7. Unrefreshing sleep 
 8. Post-exertional malaise 
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The Fukuda Definition excludes the following from a diagnosis of Chronic 
FatigueSyndrome: 
 1. Active medical condition that may explain the chronic fatigue, such as 
untreated hypothyroidism, sleep apnoea, narcolepsy; 
2. Previously diagnosed medical conditions that have not fully resolved, such as 
previously treated malignancies or unresolved cases of hepatitis B or C virus 
infection; 
 3. Any past or current major depressive disorder with psychotic or melancholic 
features, including bipolar affective disorders, schizophrenia, delusional 
disorders, dementias, anorexia nervosa, or bulimia nervosa; 
 4. Alcohol or other substance abuse within two years before the onset of chronic 
fatigue and at any time afterward. (Komaroff & Buchwald 1998) 
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Appendix 2 
 
Marlene’s Poem 
 
Starting Another Course: Studying with CFS* 
I tear my soul out 
distinctions behind me 
desperate to keep going. 
I could drop this or that 
and maybe still manage 
I could go to Redoubt on Tuesday 
before my tutorial 
I could scrap the ME* work 
get my shopping delivered 
cancel committees and morning teas 
never do anything after nine at night 
type two pages a day and no more 
write till ten 
then rest till twelve 
and start again at two. 
But the truth is 
It’s too much for me 
Distinctions or D’s 
I just can’t do it. 
April 1995 
 (At the start of Grad.Dip…. 1995-1999). 
 
* At the commencement of her studies in one of the graduate diploma’s in 1995 Marlene wrote 
the following poem, although she says she makes not claim to being a poet.  Marlene has 
pointed out that in her poem she has used both the terms CFS and ME. 
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Appendix 3 
 
Motivation and Themes Questionnaire 
(Sent to participants one year after the collection of their stories.) 
 
1. I have found that out of the research findings four themes emerged, which 
are:- 
(i) The on-campus experiences and accommodations – such as steps, 
mobility, examinations, library access, etc. 
(ii) The illness experiences of being a tertiary student with ME/CFS – 
pain, cognitive dysfunction, fatigue, ‘brain fog’, etc. 
(iii) The political/medical/psychiatric constructs of ME/CFS affecting 
students (such as people perceiving that ME/CFS is merely 
tiredness, or malingering and lazy) and how this affected the 
ability to negotiate and also credibility. 
(iv) The emotional and social effects which arose out of the first three 
themes – such as being too tired to socialise with peers, and peer 
credibility issues, etc. 
 
(a) What are your feelings about these four themes? 
 
(b)  Do you think that these themes are legitimate findings in your experience of 
being a tertiary student with this disease of ME/CFS? 
 
2. What motivated you to participate in this research (if you remember) and/or  
  what were your thoughts about participating and telling your story? 
 
3. How did you feel when you learnt that I was analysing your stories for equity 
and human rights issues – or had your guessed that this would be the way in 
which the stories would be analysed? 
 
 
 321
Appendix 4 
 
A Report on the Lived Experiences of Tertiary Students with ME/CFS, 
 
South Australian Youth with ME, (SAYME), 
ME/CFS Society of South Australia Inc., 
 
Fullarton Community Centre, Fullarton, (Adelaide), South Australia. 
18 February, 2001. 
 
Questionnaire 
 
Do you have ME/CFS?  Yes … No … 
 
Are you a student … parent … carer … friend … support person … teacher/academic … 
other (please specify)…………………………….. 
 
Do you think that to-day’s information will be helpful to you? Yes … No … 
 
Do you think the written information will be helpful to you?  Yes … No … 
 
If a student or parent, do you feel that you will be able to negotiate better 
accommodations to meet your needs at your academic institution after to-day? Yes 
… No … 
If yes could you give a reason? 
………………………………………………………………………………….………
………………………………………………………………………….. 
 
If a teacher/academic, or support worker, do you feel that you will have better 
understanding of ME/CFS student needs in the future?  Yes … No …. 
Any comment? 
…………………………………………………………………………………………
………………………………………………………………………………………… 
 
Has this discussion to-day met your expectations?  Yes … No … 
Any comment? 
……………………………………………………………………………………………… 
 
Are there other areas which you would have liked to see covered to-day?   
Yes … No …   
If yes, what other areas? 
……………………………………………………………………………………………… 
 
Is there anything which you think should be changed in future presentations on this topic? 
……………………………………………………………………………………………… 
 
Thank you so much for taking the time to complete this questionnaire.  It is much 
appreciated.           Dorothy Morris 
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Glossary and List of Abbreviations 
 
Acalculia Inability to make mathematical calculations, a common symptom of 
Cognitive Dysfunction in ME/CFS. 
 
Anomia Loss of ability to name objects or to recall name (Delbridge et al. 1997). 
 
Aphasia Loss or impairment of the faculty of symbolic formulation and of speech 
(Delbridge et al. 1997).  An almost universal symptom of the Cognitive 
Dysfunction of  ME/CFS. 
  
‘Brain Fog’ A coined word used by persons with ME/CFS to describe the inability to 
think clearly due to Cognitive Dysfunction. 
 
Canadian Clinical Guidelines  
Myalgic Encephalomyelitis/Chronic Fatigue Syndrome: Clinical Working 
Case Definition, Diagnostic and Treatment Protocols, (Carruthers et al. 
2003). 
 
CBT Cognitive Behavioural Therapy 
 
CDC Centers for Disease Control, USA. 
 
CEBV Chronic Epstein Barr Virus (a name for ME/CFS used in the 1980’s when 
it was thought that the Epstein Barr Virus caused the condition). 
 
CF Chronic fatigue, any condition of chronic tiredness, it is NOT Chronic 
Fatigue Syndrome. 
 
CFIDS Chronic Fatigue and Immune Dysfunction Syndrome – common name in 
the USA, and is the preferred name used by patients in that country. 
 
CFIDS/ME Persons with Chronic Fatigue and Immune Dysfunction Syndrome in the 
USA are increasingly using this term, linking it with Myalgic 
Encephalomyelitis, endeavouring to distance the name of the condition 
away from Chronic Fatigue Syndrome and Chronic Fatigue. 
 
CFS Chronic Fatigue Syndrome, the name given to the condition in 1988 and 
originally spelt without capital letters. 
 
Chemical Sensitivity Sensitivity to common environmental chemicals, such as perfumes, after-
shave, dry-cleaning odours emitted from clothes, cleaning products, etc.. 
 
CMO Chief Medical Officer – used in connection with the Chief Medical 
Officers report on CFS/ME 2002 (UK). 
 
CNS Central Nervous System. 
 
Co-Cure An internet list with moderators from UK, USA and Netherlands which 
disperses abstracts and other reports pertinent to ME/CFS and considered 
of interest to researchers and persons with the condition. 
 
Code of Practice  Students with Disabilities: Code of Practice for Australian Tertiary 
Institutions, (O’Connor et al.1998). 
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Cognitive Behavioural Therapy  
 ‘Hypothesis is based on the premise that the patient’s impairments e 
learned due to wrong thinking, and “considers the pathophysiology of 
CFS to be entirely reversible and perpetuated only by the interaction of 
cognition, behaviour, and emotional processes” (Goldstein 1993) … But 
there is much that is objectionable in the very value laden … hypothesis, 
with its primary causal role of cognitive, behavioural and emotional 
processes in the genesis of ME/CFS.  This hypothesis is far from being 
confirmed, either on the basis of research findings or from its empirical 
results.  Nevertheless, the assumption of its truth by some has been used 
to influence attitudes and decisions within the medical community and 
the general culture and social milieu of ME/CFS’ (Carruthers et al. 2003, 
p.47).  
 
Cognitive Dysfunction Name for the neurological/cognitive symptoms of ME/CFS. 
 
‘Crash’ Term used by those with ME/CFS to describe the sudden relapses of 
ME/CFS. 
 
DDA Disability Discrimination Act 1992 – the over-riding Act addressing 
disability in Australia. 
 
Diplopia  Double vision 
 
DLO Disability Liaison Office or Disability Liaison Officer. 
 
Dyscalculia Dysfunction in the ability to perform calculations, a common symptom of 
Cognitive Dysfunction in ME/CFS. 
 
Dysequilibrium Lack of balance. 
 
Dyslexia Impairment in reading ability, often associated with other disorders 
especially in writing and coordination (Delbridge et al. 1997).  
   
Envelope A management concept where persons with ME/CFS keep their activities 
within a safe ‘envelope’ and do not go beyond which they are capable to 
avoid relapses and/or post-exertional malaise (King et al. 1997). 
 
Fibro Abbreviation for Fibromyalgia 
 
Fibromyalgia A closely related condition to Chronic Fatigue Syndrome and some 
researchers and medical practitioners consider it could be the same 
condition. 
 
FM Fibromyalgia   
 
FMS Fibromyalgia Syndrome 
 
‘Fogotten’ Coined word used by persons with ME/CFS to explain something which 
they have forgotten due to their ‘brain fog’. 
 
FSS Functional Somatic Syndrome 
 
Fukuda Refers to the Fukuda (or CDC) (1994) definition of Chronic Fatigue 
Syndrome. 
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GET Graded Exercise Therapy, therapy used in conjunction with CBT. 
 
G.P. General Practitioner of Medicine. 
 
Grad.Cert. Graduate Certificate. 
 
GWS Gulf War Syndrome. 
 
Holmes Refers to the Holmes et al. (1988) definition of Chronic Fatigue 
Syndrome. 
 
Hyperacussis  An acute, even painful, sensitivity to low noise levels 
 
ICD-10 International Code of Disease, version 10. 
 
Listserv Internet Chat List. 
 
MCS Multiple Chemical Sensitivity, which may be, to varying degrees a 
symptom of ME/CFS (it is also a medical condition which exists outside 
of ME/CFS.) 
 
ME Myalgic Encephalomyelitis 
 
ME/CFS ME and CFS probably are the same illness but their research definitions 
have emphasized different aspects of the illness (Carruthers et al. 2003, 
p.26). 
 
ME/CFS (ICD-10) Myalgic Encephalomyelitis/and Chronic Fatigue Syndrome which 
conforms to the neurological criteria of the International Code of 
Diseases number 10. 
 
MS Multiple Sclerosis 
 
NDS Neuroendocrineimmune Dysfunction Syndrome – a proposed new 
umbrella name (USA) for conditions such as Chronic Fatigue Syndrome, 
Myalgic Encephalomyelitis and Gulf War Syndrome (Lavrich et al. 
2003). 
 
Neurally Mediated Hypotension  
A condition where the blood pressure falls when it normally remains 
stable (Carruthers et al. 2003, p.74) 
 
Neurasthenia Lack of energy, listlessness, fatigue, often associated with a neurotic state 
(Rothenberg 1975, p.) 
 
NMH Neurally-mediated Hypotension 
 
Orthostatic Intolerance Inability to stand upright. 
 
Oxford A definition of Chronic Fatigue (Syndrome) (Sharpe et al. 1991). 
 
OzME OzME was the first internet listserv specifically for persons with ME/CFS 
in Australia and New Zealand.  The earliest subscribers to this list, founded 
in 1997, were mainly tertiary students, although there were also carers and 
those with allied chronic illnesses subscribed to this list.  
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Pacing A management technique adopted by persons with ME/CFS which 
involves ‘pacing’ the daily activities throughout the day to avoid post-
exertional malaise. 
 
Paraesthesiae  Abnormal skin sensation. 
 
‘Payschiatrist’ Coined word used by persons with ME/CFS referring the psychiatrists 
who endeavour to construct psychiatric conditions out of physical 
medical conditions for money.  
 
Photism A sensation of light or colour resulting from stimulation of another sense, 
such as taste, smell, or hearing (Rothenberg 1975). 
 
Photophobia Inability to withstand light (Rothenberg 1975). 
 
‘Porridge Brain’    Alternative colloquialism used for ‘Brain Fog’. 
 
Post-Exertional Malaise Condition of indefinite body weakness after exertion (and which is out of 
proportion to the energy which was expended) and may be delayed in 
onset, and recovery is also delayed. 
 
Post-Polio Syndrome Considered by many to be cognate with ME (Bruno 2002; Colby 1999b) 
 
PPQ Participant  Profile Questionnaire. 
 
PPS Post-Polio Syndrome (almost identical to ME and may be the same 
condition) (Bruno 2002). 
 
PVFS Post-Viral Fatigue Syndrome, a name often used in the first six months of 
CFS before the condition of CFS can be diagnosed. 
 
PWC Person With Condition, alternatively Person With CFS. 
 
PWME Person with Myalgic Encephalomyelitis 
 
RACP Royal Australasian College of Physicians 
 
Ramsay Dr. Melvin Ramsay, author of  the 1988 Definition of ME. 
 
Ramsay’s Definition of Myalgic Encephalomyelitis written by Dr. Melvin Ramsay 
in 1988. 
 
Royal Colleges Refers to the UK report ‘Chronic Fatigue Syndrome (CFS), The Report 
of the Royal College of Physicians and GP’s.’ (1996).  
 
SAYME. South Australian Youth with ME. 
 
Scotomas Blind spots on the retina of the eye (Rothenberg 1975). 
 
Somatisation A psychological term referring to conversion of anxiety symptoms into 
physical ones (Rothenberg 1975). 
 
Syncope Fainting. 
 
Tinnitus Ringing in the ears (Rothenberg 1975). 
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UN United Nations 
 
Vertigo Dizziness, especially the feeling that one’s surroundings are whirling 
(Rothenberg 1975). 
 
VTAC  Victorian Tertiary Admissions Centre  
 
‘Wessely School’   Colloquial term used for the psychiatrists (located internationally) who 
endeavour to have the neurological condition of ME and CFS reclassified 
as a psychiatric condition. 
 
WHO World Health Organisation 
 
‘Yuppie Flu’ Derogatory term used in the press for ME/CFS since the 1980’s.    Bell 
(1991, p.7-8) says, ‘In 1985 in this country (USA) the term “Yuppie Flu” 
was coined to describe sufferers of CFIDS in an epidemic in Incline 
Village, Nevada.  This area was relatively affluent, and one of the 
unfortunate misunderstandings which was generated by this term was that 
CFIDS was an illness of the young and affluent.  An associated 
implication was that the illness was trivial and was related to being rich, 
bored, and living a yuppie lifestyle.  Nothing is farther from the truth and 
this misunderstanding has caused great suffering in patients who have not 
been taken seriously because of it.’ ‘Yuppie: a young urban professional 
person, typified as having a good income and available cash to spend on 
luxury goods’ (Delbridge et al. 1997). 
 
 
 
 
 
 
 
 
 
               
 
 
 
